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Academic Section
The following section contains four essays. These were written during the course of 
the three years, in conjunction with a clinical placement of the same specialisation.
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Introduction
Clinicians and researchers alike are becoming increasingly aware that major 
depressive disorder (MDD) is a chronic and debilitating disorder, with frequent 
relapse and recurrence (Judd, Paulus & Zeller, 1999). The Diagnostic and Statistical 
Manual (American Psychiatric Association, 1994) states lifetime prevalence of MDD 
is between 10% and 25 % for women and between 5% and 12% for men. MDD is 
one of today’s most common mental health concerns.
Despite effective treatment of the acute episode, 30% - 50% of depressive episodes 
recur within twelve months (Darkness et al, 2002). In addition, the probability of 
recurrence increases with each episode. Risk of recurrence can be as high as 80% for 
someone with a history of two or more episodes (Darkness et al, 2002; Angst, 1997). 
Additionally, length of time between episodes becomes shorter with each recurrence 
(Angst 1988, cited Angst 1997).
If recurrence could be minimised, treatment costs would be dramatically reduced for 
the health service. Perhaps more importantly, major recurrent depressive disorder 
(MRDD) is a debilitating disorder, which affects physical health, social functioning 
and wellbeing. MRDD impacts upon familial relations, and is also associated with 
reduced performance at work and significant absenteeism (Weissman, 1994). Dence, 
MDD is of clinical and economical concern. 1
Department of Dealth guidelines on NDS treatment (Department of Dealth, 2001) 
recommend psychotherapy for major depressive episode (MDD). In particular, these 
guidelines recommend interpersonal therapy (Klerman 1984, cited in Klerman, 
Weissman, Rounsaville & Chevron, 1999) or cognitive behavioural therapy (Beck 
1979, cited in Clark & Fairbum, 2001). They note no reason why psychotherapy 
should not be used at the same time as pharmacotherapy. Interpersonal Therapy (IPT) 
and Cognitive Behavioural Therapy (CBT) are short-term focussed therapeutic 
interventions. Due to this similarity, and Department of Dealth recommendations, 
this discussion will compare IPT and CBT.
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Research trials usually show medication is more effective than psychotherapy, for 
depression. Thus, it is necessary to justify the need for psychotherapy, especially 
because psychotherapy is more expensive than medication (Angst, 1997). 
Psychotherapy has been shown to have a protective effect against recurrence, and 
medication does not show this beneficial effect (Angst). Also, many patients prefer 
treatments that are not pharmacological because of the unpleasant side effects of 
medication. Contraindications to medication also include pregnancy, major surgery 
or intolerance of medication. Frequently, (5 -  10%) patients refuse medication or 
discontinue early because of side effects. (Klerman, 1990, cited in Weissman, 1994).
This discussion considers IPT and CBT in treatment of recurrent depressive episode. 
Emphasis in treating a recurrent episode is prevention of future episodes. Thus, acute, 
continuation and maintenance treatments will be discussed.
This essay will first address diagnosis of MRDD, and the distinction between relapse 
and recurrence. Secondly, theoretical perspectives of CBT and IPT will be outlined, 
along with a brief description of efficacy in acute treatment. Thirdly, because few 
studies compare IPT and CBT directly, a study that made this comparison will be 
discussed. The research surrounding use of CBT and IPT in continuation and 
maintenance will be evaluated. Finally, clinical implications and recommendations 
will be discussed, with suggestions for the future.
Diagnosis
Criteria for MDE, as defined by the DSM-IV (American Psychiatric Association, 
1994), is the presence of at least four of a checklist of symptoms, including weight 
loss, sleep problems, feelings of worthlessness and suicidal thoughts. The individual 
shows signs of depressed mood, or a loss of interest. The symptoms cause significant 
distress or impairment and cannot be better accounted for by bereavement, the effects 
of substance abuse, a medication or another illness.
Criteria for a diagnosis of MDD consist of one or more major depressive episodes 
without history of manic, mixed or hypomanie episodes. For diagnosis of MRDD,
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there must be a history of two or more major depressive episodes, with an interval of 
at least two consecutive months in which criteria for MDE were not met.
Relapse and recurrence
A MDE is considered to be in full or partial remission when MDE criteria have not 
been met for two consecutive months. If criteria are met during this time, this is a 
relapse of the same episode, with the same aetiology. If criteria for MDE are met 
after the two months, this is a recurrence, with a different aetiology.
Phases of treatment
There are three phases of treatment (Melfi et al, 1998). The first is the acute phase, 
which focuses on relief of symptoms. Once symptoms have remitted, the 
continuation phase begins and lasts between 4 - 9 months, to prevent relapse. The 
final maintenance phase lasts 1 - 5  years, and is implemented to prevent recurrence. 
Although continuation treatments are designed to prevent relapse, they also play a 
part in preventing recurrence, as will be discussed.
Cognitive behavioural therapy 
Theory
Beck’s cognitive theory (Beck et al, (1979), cited in Clark & Fairbum, 2001) 
postulates that thoughts influence emotions, which in turn influence behaviours. To 
change behaviour and emotion (such as depression), one must change thoughts. 
Depression is the result of maladaptive cognitions (schemata), and treatment involves 
changing cognitions. Schemata are a collection of beliefs, expectations and 
assumptions held about the future, the self and the world, and are a means by which 
information is structured and interpreted (Williams, 1996). Schemata are developed 
through life experiences (Williams, 1996). Sometimes schemata are maladaptive, as 
in the example below.
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If a person’s deepest belief (referred to as the ‘core-belief by J. Beck, 1995) is 'I  am 
unlovable they are likely to develop a rule by which they might become loveable. 
For example, they could have a rule (‘conditional assumption’; J Beck, 1995) of “i f  I  
am always perfect, people will love m e”. The conditional assumption is adaptive 
insofar as the person always strives to reach perfection. However, because it is not 
always possible to achieve perfection, experience will inevitably become incongruous 
with schemata. At this time, the core-belief (‘/  am unlovable’) is activated. 
Activation of this maladaptive core-belief triggers negative automatic thoughts (Beck 
et al, 1979, cited in Williams 1996), such as ''everybody hates m e’ and am a 
failure
Negative automatic thoughts (NATs) are thoughts, usually about the self, that 
seemingly just ‘pop’ into awareness. NATs are often accepted as truth without further 
analysis, which leads to more NATs or images, which further confirms maladaptive 
core-beliefs and maintains depression.
Another aspect of cognitive theory is systematic logical errors in thinking (Beck et al, 
1979, cited in Williams 1996), which maintain low mood. These are biases of 
thinking patterns, such as always predicting the worst, or failing to assign significance 
to positives.
Acute treatment
CBT enables the patient to analyse their thinking patterns and notice irrationality. 
The therapist reviews thinking patterns with the patient, and helps the patient 
challenge their beliefs, and to re-conceptualise thoughts as only thoughts and not 
unequivocal truth (Fennell, 1989). Theory states that examining thinking patterns, 
and testing out beliefs can change cognitive structures. Behavioural experiments and 
homework exercises challenge thoughts. This is done using collaborative empiricism 
(Fennell, 1989).
In clinical practice a client with MRDD will usually be offered 16-20 sessions, with 
homework after each session. After an initial focus on psychoeducation, the therapist
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and patient make an agenda for each session, with goal-directed outcomes (Fennell, 
1989).
Numerous research trials of CBT have been reviewed (Dobson 1989; Gloaguen, 
Cottraux, Cucherat & Blackburn, 1998; Wampold, Minami, Baskin & Tierney, 2002). 
Dobson concluded that CBT brought about a greater degree of change, as measured 
by the Beck Depression Inventory (BDI), than pharmacotherapy, behaviour therapy or 
waiting list controls. Wampold compared CBT with “bona-fide” (interpersonal 
therapy and brief psychodynamic therapy) and non-bona fide therapies (relaxation, 
support groups and individual supportive therapy). Although CBT was superior to 
non-bona-fide therapies, it was equal to bona fide therapies. Outcome was measured 
according to BDI score.
Prevention of further depressive episodes is through modification of core-beliefs and 
conditional assumptions (Williams, 1996). If cognitive therapy is able to permanently 
change maladaptive beliefs, then a low ratç of relapse and recurrence would be 
expected in follow-up studies. If core-beliefs and conditional assumptions are not 
modified, they will remain dormant and can be reactivated in the future, causing 
relapse or recurrence. A recurrence could also be the result of activation of a different 
maladaptive core-belief that was not addressed during therapy. If this happened, then 
the person would present with different NATs (‘symptoms of depression’; Williams, 
1996).
Interpersonal Therapy 
Theory
Interpersonal theory was introduced by Klerman (1984), it postulates that an 
important relationship exists between social roles and depression. This relationship is 
two-way, stating that problematic social roles can precipitate a depressive episode and 
symptoms of depression impair ability to perform social roles, and therefore maintains 
depression. Interpersonal theory is a theory of social functioning, rather than a 
cognitive or medical approach. However, interpersonal theory does give credit to the
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medical model, supporting the idea that depression is a medical illness (Markowitz, 
1999). The strength of IPT is its favourable treatment outcome, rather than theoretical 
perspective or examination of treatment process (Markowitz, 1999)
Interpersonal therapy (IPT) aims to increase understanding of connections between 
low mood and impaired social functioning. IPT aims to highlight to the patient that 
impaired social functioning may maintain their depression. Consequently therapy is 
designed to solve interpersonal disputes, and consequently alleviate depressed mood. 
The four areas that interpersonal theory regards as crucial to functioning are 
unresolved grief, role dispute, role transition and interpersonal deficits (Klerman). 
After diagnosis of depression, the therapist seeks to discover which interpersonal area 
is most linked to the depression. This is done .through interview about recent changes 
of roles or relationships (Weissman & Markowitz, 1994). IPT considers the patient’s 
closest relationships, including family, friends and community. The next step of IPT 
is psychoeducation, where the formulation is shared with the patient and they learn 
how interpersonal problems could change their mood.
Treatment is focussed on resolution of the selected interpersonal problems. The 
patient is given the sick role, and removed of responsibility for their illness. 
However, therapy is collaborative and the patient must work to alleviate symptoms 
(Markowitz, 1999). The therapist uses specific strategies, defined in the IPT manual. 
Strategies include catharsis and renewed activity for grief. For role dispute, strategies 
can be either steps toward resolution of dispute, or disengagement from relationships. 
Role transitions are approached by addressing advantages and disadvantages of the 
new role, and accepting loss of the old. Finally, interpersonal deficits are approached 
through teaching new social skills (Markowitz, 1999).
IPT is focussed in the here-and-now and does not usually interpret interpersonal 
problems using historical patterns. Theoretically, improvement is due to patients 
increasing control of their lives and solving interpersonal problems (Markowitz). At 
the end of 16-20 sessions, a patient with MRDD may be considered for maintenance 
IPT.
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IPT treats the symptoms and maintaining factors of depression, but the theory does 
not clarify origin of illness (Weissman & Markowitz, 1994). Therefore, interpersonal 
therapy may not treat the cause of illness. If IPT does not treat the cause, it is difficult 
to comprehend how it could prevent recurrence. This will be addressed in discussion 
of research.
Acute treatment
Research supports IPT for acute treatment of MDE. The first study of IPT efficacy 
was in 1981 (Weissman, cited in Weissman, 1994). IPT was compared alone and in 
combination with amitriptyline. This study found that combination IPT and 
amitriptyline were more effective than either treatment alone. At one-year follow-up, 
although many patients in each treatment condition had relapsed, the patients who had 
received IPT showed a significant improvement in social functioning. This benefit 
would be assumed to give a protective effect over recurrent episodes. More recent 
studies by Schulberg et al, (Schulberg, Block, Madonia, Scott & Imber, 1996, cited in 
Markowitz, 1999) support IPT for depression in primary care.
It is important to compare IPT and CBT relapse and recurrence rates at follow-up 
when considering MRDD. If rates were significantly lower in one than another, this 
would suggest a protective influence of that intervention. The following study was 
the first to compare IPT and CBT in treatment of depression.
National Institute of Mental Health Treatment of Depression Collaborative 
Research Program
This study (Elkin et al, 1989) incorporated 250 MDD outpatients, allocated to CBT, 
IPT, clinical management with imipramine hydrochloride (IMIP) or pill placebo with 
clinical management (PLA). Each treatment involved between 16-20 sessions over 
sixteen weeks. CBT was conducted as per Beck (1979, cited in Clark & Fairbum, 
2001) and IPT was conducted as per Klerman (1984, cited in Klerman, 1999).
13
Adult Mental Health Essay
At termination, results showed reduction of depressive symptoms in all conditions, 
including PLA, for less severely depressed patients. This supports use of CBT and 
IPT in acute treatment. Although no significant differences between treatments were 
found, a consistent ordering of treatments was found. IMIP was most effective, PLA 
was least effective and IPT and CBT were equal. Neither CBT nor IPT was 
significantly less effective than IMIP. For.the more severely impaired patients, IPT 
was superior to CBT. Despite no significant difference between IPT and CBT on any 
measure, this suggests superiority of IPT over CBT.
It would have been interesting to include a psychotherapy placebo condition, or a 
condition that combined psychotherapy and imipramine. A placebo condition was not 
incorporated because it was not possible for the researchers to develop a non­
treatment condition that met with ethical guidelines. Follow-up assessments were 
carried out at 6, 12 and 18 months, during which further treatment was not proscribed. 
At 18 months, the majority of patients had relapsed or experienced recurrence. This 
study did not distinguish between relapse and recurrence, and refers to both as 
relapse. A similar percentage of people from each group did not relapse (30% CBT, 
26% IPT, 19% imipramine and 20% placebo). However, as Williams (Williams,
1996) notes, many participants sought further treatment.
Williams (1996) comments that, when three consecutive weeks of further treatment is 
included in definition of relapse, then relapse after 18 months is as follows; 41% for 
CBT, 61% of imipramine and 57% of IPT. During the 18 months, percentage of 
people seeking further treatment was CBT 14%, IPT 43% and imipramine 44%. 
When further treatment is not included as an indication of relapse, then IPT has a 
much lower relapse rate than CBT (Shea et al, 1992). This may reflect amount of 
people in the IPT condition who sought further treatment, and could suggest increased 
insight in the IPT group about when to seek further treatment. It could be that LPT is 
much better at preventing recurrence than CBT. However, it is impossible to explain 
this finding with certainty due to the confound of further treatment.
It would be interesting to repeat this study using selective serotonin reuptake 
inhibitors (SSRIs) instead of imipramine. Although SSRIs are similar in
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effectiveness, the side effects are more tolerable. Consequently, a lower attrition rate 
would be expected in the pharmacotherapy condition. It should be noted that current 
treatment with medication does not include weekly clinical management sessions. 
Without this, the attrition rate is likely to be much higher (Kupfer, 1992). Following 
from this, because the IMIP condition does not represent standard treatment it is 
difficult to apply findings into clinical practice. One cannot conclude psychotherapy 
to be less effective than imipramine, especially because the PLA condition showed 
significant improvements. When considering relapse, the benefits of IPT and CBT 
over medication become apparent. The researchers concluded no significant 
differences between outcome from IPT and CBT. They suggest that 16 weeks of 
treatment is insufficient.
Recent meta-analysis (Thase et al, 1997) of IPT, CBT and imipramine mirrors the 
finding of the NIMH study. Thase et al, compared response of 595 patients with 
MDD, including many with MRDD, to IPT alone, CBT alone or IPT with 
imipramine. Analysis revealed significant advantages of combined therapy for severe 
depression. However, no difference was found between treatments for less severe 
depression. Thase et a l, (1997) did not compare follow-up data.
Because IPT and CBT are effective in acute treatment, but show high rates of 
recurrence, perhaps the acute approach should be modified. Alternatively, more 
effective prophylaxis might be achieved through continuation or maintenance 
therapies. These ideas have been explored with CBT and IPT, and the research for 
each will now be discussed.
Continuation and maintenance treatments 
Continuation CBT
Jarrett et al, (2001) studied recurrence in 84 MRDD patients who responded to acute 
phase CBT. Patients were assigned to control (no continuation CT) or continuation 
CT (C-CT) for 8 months. C-CT was a modification of Beck’s CBT. It consisted of 
finding emotional cues to trigger use of coping strategies, also to develop coping
15
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strategies for future events, and reduce residual symptoms. This study investigated 
whether C-CT could reduce relapse and recurrence. In both continuation treatments, 
the patients were non-medicated. C-CT occurred twice a week for the first two 
months, and monthly thereafter. Results showed relapse and recurrence (assessed at 
one-year follow-up), were significantly reduced by C-CT. Rates of relapse and 
recurrence noted in this study were similar to those observed during continuation and 
maintenance pharmacotherapy.
Fava spearheaded advances in continuation CBT (Fava, et al, 1994; Fava, et al, 
1998a). Initially, Fava, et al, (1994) were interested in residual symptoms, as 
measured by the Paykel clinical interview for depression. Residual symptoms include 
excessive reactivity to social environment, guilt, lowered self esteem, pessimism, 
hopelessness, depersonalisation, obsessional symptoms, impaired work and interests, 
decreased energy, changes in appetite, sleep difficulties and hypochondriasis. The 
most common were anxiety and irritability. His interest stemmed from the correlation 
between residual symptoms and poor long-term outcome (Fava & Keller, 1991, cited 
in Fava et al, 1994).
Fava et al, (1994) compared MDD patients who were successfully treated with 
medication. Patients were randomly allocated to ten weeks continuation CBT (C- 
CBT) or clinical management (CM) of residual symptoms. C-CBT followed Beck’s 
therapy. CM involved monitoring medication and clinical status, with available 
support if necessary. After 10 weeks, residual symptoms were measured. The C- 
CBT patients showed significant reduction of residual symptoms. There was no 
significant change in the CM group. This difference appears to influence prognosis 
over two-year follow-up, since 15% of CBT and 35% of CM relapsed. The study 
does not distinguish relapse from recurrence. ‘ Since it was a preliminary study, there 
were several methodological flaws with this study, such as very small sample size.
However, results were promising, so Fava et al, (1998a) repeated the study,-with 
MRDD patients. The same methodology, as the study with MDD patients, was used. 
Findings similarly supported C-CBT. 12/20. CBT patients and 2/20 CM patients 
achieved complete absence of residual symptoms. When patients were divided
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according to absence or presence of residual symptoms, patients with no residual 
symptoms survived significantly longer than the 26 patients with residual symptoms 
(Judd et al, 1999). However, C-CBT was supplemented with ‘lifestyle modification’ 
and ‘wellbeing therapy’, which confound findings because these were not 
supplements of CM, nor are they featured in Beckian CBT.
Fava et al, deliberately administered CBT after treatment with antidepressants. This 
would be of clinical significance to people prescribed medication while on a waiting 
list for CBT. It is also relevant to people who have responded to medication, because 
long-term prognosis could be improved with C-CBT. Residual symptoms were 
frequently the same as prodromal symptoms of relapse, so perhaps residual symptoms 
develop into prodromal symptoms.
In a continuation of follow-up, beneficial effects of continuation CBT were found at a 
four-year follow-up but were absent by six years (Fava, et al, 1998b). Thus, 
differences between relapse rates were insignificant after six years. However, number 
of relapse episodes was significantly less after CBT. Judd et al, support the idea that 
eliminating residual symptoms is crucial in treating MRDD. Judd found patients with 
residual symptoms experience more rapid relapse and a more chronic prognosis than 
patients free from residual symptoms.
Continuation IPT
Frank led the majority of research into IPT for MRDD. Initially Frank, Kupfer & 
Perel (1989a) found that IPT after cessation, of medication was significantly related to 
survival time in MDD. A second study (Frank, Kupfer & Perel 1989b) investigated 
the relationship between early treatment intervention and length of episode. This 
study also addressed whether previously successful interventions show more rapid 
effects if used subsequently. Analysis found early intervention shortened duration of 
episode by 4-5 months, but previously successful interventions did not significantly 
influence duration.
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Although studies that investigate maintenance include a continuation treatment, it is 
not possible to separate the effect of the two phases. However, early studies (Klerman 
1974; Paykel 1975, cited in Weissman & Markowitz) compared patients who 
responded to acute treatment with amitriptyline. Patients were allocated to one of 6 
continuation phases for 8 months. These were amitriptyline, placebo or no 
medication with or without IPT. IPT had no effect on relapse, although it did improve 
social functioning.
Maintenance CBT
Blackburn & Moore (1997) compared CBT and pharmacotherapy in MRDD 
treatment. This was a three-cell design. The first condition consisted of 
antidepressants for acute and maintenance treatment, the second condition consisted 
of antidepressants for acute treatment and CBT as maintenance, and third condition 
was CBT during acute and follow-up treatment. Acute treatment took 16 weeks, and 
maintenance treatment continued for two years.
Conditions were managed as they would be naturalistically, i.e. doctors used 
medication choice at their discretion, provided that the levels were above the agreed 
standards for acute and maintenance treatments. All patients improved significantly 
during treatment, and continued to improve during follow-up. However, CBT was 
found be consistently superior to medication during maintenance.
Maintenance IPT
Frank et al, (1990) studied recurrence among 128 people with MRDD. They 
designed a five-cell study comparing maintenance IPT (M-IPT), with a maintenance 
dose of impramine hydrochloride (M-IMIP), or with pill placebo (M-PLA). The other 
two cells were medication clinic visits, with either imipramine hydrochloride (CM- 
IMIP) or pill placebo (CM-PLA).
All participants in the study received IPT weekly for twelve weeks, then IPT every 
two weeks for eight weeks, and then monthly thereafter for three-years or until
18
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recurrence. When the patient maintained ' a Hamilton Rating Scale of Depression 
(HRSD) score of < 7 for twenty weeks, they were randomly assigned to maintenance 
treatment. Throughout the study all participants received imipramine unless assigned 
to pill placebo. M-IPT was found to be superior to CM-PLA (54% recurrence and 
77% recurrence respectively) (Frank et al, 1989a). Frank et al, (1990) concluded 
that M-IMIP is effective in preventing recurrence, and although not as effective as M- 
IMIP, M-IPT lengthened time between episodes of depression. In future it would be 
interesting to compare the benefits of M-IPT with SSRIs antidepressants.
Harkness et al, (2002) explored whether IPT shows a protective effect against 
recurrence through decreasing potency of negative life events. Participants were 83 
women with MRDD. Acute episodes were treated with weekly IPT for 24 weeks, or 
until remission. After this, the women entered continuation treatment of either IPT 
for 8 weeks or IPT and fluoxetine for 20 weeks. If they relapsed during this phase, 
they were dismissed from the study. Before the maintenance phase, Fluoxetine was 
discontinued. Maintenance treatment consisted of maintenance IPT (sessions focus 
on reinforcing coping skills and encouragement to assume responsibility for the 
depression) every two weeks for two-years, or until recurrence.
The study found no evidence that severe events predicted time to recurrence, and 
found a weak relationship between total number of negative events and time to 
recurrence. This is contrary to the significant relationship between severe life events 
and time to onset of the previous episode, before IPT. Harkness et al, suggested this 
difference might be due to a protective effect of IPT in helping the women cope. This 
is consistent with interpersonal theory. However, findings were inconclusive and 
further research is required.
Comparison of two therapies
Acute, continuation and maintenance treatment have been discussed in relation to IPT 
and CBT. Many studies compared IPT or CBT with medication, and few compared 
them directly. Comparisons across studies are difficult because IPT research 
addressed maintenance, while CBT research mostly addressed continuation.
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However, an absence of evidence cannot be taken to as evidence for lack of efficacy. 
Both approaches to acute treatment are largely supported by research (Angst, 1997). 
However, most participants were white, well-educated women and it should not be 
assumed that findings would generalise across cultures and educational levels.
C-CBT shows promising ideas, but these should not yet be directly applied to clinical 
practice since studies are preliminary. Continuation research for IPT is scarce, and 
early studies were not supportive of IPT over medication. Despite no significant 
benefits on relapse or recurrence, there was significant improvement of interpersonal 
functioning, with IPT. As interpersonal theory assumes problematic social roles 
precipitate depression, then improvement of interpersonal relationships should protect 
against future depressive episodes. Continuation IPT did not show this protective 
influence, so it must be assumed that another factor is involved in the relationship. 
However, the idea that depression is a consequence of interpersonal functioning holds 
a great deal of face validity, as Weissman comments ‘depression does not occur in a 
social vacuum’ (Weissman, 1994, p603).
The two main studies that address maintenance IPT and CBT (Frank et al, 1990; 
Blackburn & Moore, 1997) both generated encouraging findings, which ought to spur 
use of treatments into clinical practice. To compare the studies with one another is 
difficult because methodology and participants differ. Frank required participants to 
have at least three previous episodes, whereas only one was required for Blackburn & 
Moore. Additionally, acute treatment in Frank’s study was IPT plus medication, 
whereas it was either medication or CBT for Blackburn & Moore. Maintenance 
medication was at a substantially different dose in both studies. Thus, it is not 
possible to compare the two psychotherapies by their efficacy relative to medication.
Interestingly, acute IPT assigns the patient the sick role and removes responsibility for 
their illness. Maintenance IPT encourages the patient to take responsibility for their 
depression, which appears to be paradoxical.
A lack of studies using similar methodology, with IPT and CBT, makes it difficult to 
compare the therapies, especially since they stem from different theoretical
20
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backgrounds and outcome measures could be biased toward one treatment approach. 
Some meta-analyses attempted this comparison but none found significant 
differences. Consistently, more severely depressed and impaired patients respond 
best to acute antidepressant medication, and the effect is sometimes improved by 
combining medication with psychotherapy.
An amalgamation of research findings could suggest new treatment directions. For 
example, acute treatment with psychotherapy plus medication, continuation treatment 
that addresses residual symptoms and interpersonal issues, followed by maintenance 
psychotherapy at a frequency of once a month. It is not possible to specify content of 
psychotherapy since the active components remain unidentified (Jarrett et al, 2001). 
Early intervention dramatically reduced the length of the depressive episode, so this is 
recommended wherever possible.
Lack of differences between IPT and CBT may be explained by the possibility that 
their active components are not cognitive change or interpersonal amelioration. 
Components of treatment, common to both therapies are therapeutic alliance, therapist 
competence and empathy (Roth & Parry, 1997). However, Frank, Kupfer, Wagner, 
McEachran and Comes (1991) found therapy with a specific interpersonal focus to be 
significantly more effective at reducing recurrence than therapy with a less specific 
interpersonal focus. Frank et al, (1991) also found a relationship between therapist- 
patient relationship and outcome.
The question arises about prognosis after intervention ceases. Even after years of 
medication, symptoms can recur when treatment is ceased (Kupfer, 1993, cited in 
Angst, 1997). This could this be a placebo effect, or perhaps because medication is 
not treating the origin of depression.
Future considerations
More research is necessary to clarify the issues raised, including extended follow-up 
studies that include post-maintenance. Comparison of IPT and CBT with placebo 
psychotherapy and SSRIs could clarify relative strengths. Although randomised
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control trials are criticised for lack of external validity, it must be appreciated that 
research and clinical practice are separate and there will always be difficulties with 
generalisation (Roth & Parry, 1997). Evidence for C-CT is promising and future 
applications might reveal maintenance treatment to be unnecessary. It would be 
interesting to trial different frequencies of maintenance sessions.
The studies discussed here have not considered the inevitable interaction of patient 
motivation or patient expectations, with outcome. Motivation and expectations effect 
therapeutic alliance and it can be expected that some MRDD patients feel discouraged 
about prognosis. If the patient doubts efficacy or relevance of treatment, they are less 
likely to engage. Decisions about therapeutic approach should be made with 
consultation with the patient. Ideally, therapy should adapt to fit the patient’s needs 
and not vice-versa. It is appreciated that waiting lists and availability of therapists 
mean this is difficult to consistently apply.
Other cognitive theories have been proposed, and future research could explore these. 
Mindfulness-based-cognitive-therapy (MBCT) is a group intervention, which trains 
patients to disengage from negative thinking patterns. Preliminary research supports 
MBCT in MRDD, with some success (Teasdale et al, 2000). In contrast to CBT, 
MBCT helps clients see thoughts as cognitive events, but does not attempt to change 
content or meaning.
Williams (1996) suggests cognitive bias in depression is due to over-general encoding 
of autobiographical memory. He suggests depressed people find it difficult to recall 
specific events and easier to recall general memories, such as ‘people always ignore 
me '. Over general memory encoding would explain systematic thinking errors.
Concluding remarks
In agreement with previous papers, it is necessary to conclude that there is insufficient 
evidence to prescribe a particular therapeutic intervention for MRDD (Roth & Parry,
1997). However, prophylaxis with CBT or IPT is promising, although 
pharmacotherapy remains the most powerful prophylaxis. This discussion supports
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the Department of Health guidelines, but other therapies should be acknowledged, 
especially if active components of IPT and CBT are common to all psychotherapies.
Different theoretical approaches can confuse patients who require regular treatment, 
and one must not lose sight that the aim of treatment is to improve quality of life, and 
not to obtain statistical significance. It seems that the current climate is one where 
clinicians must accept the cyclical nature of MRDD and aspire to improve the 
patient’s condition, not to completely eliminate recurrence in one treatment.
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Introduction
Questions were first raised about the lawfulness of giving medical or psychiatric 
treatment to people with learning disabilities (LD), without seeking their consent, 
during the 1970’s (Raymont, 2002). Since then, there has been a dramatic change in 
attitudes toward people with LD, resulting in a shift from institutional to community 
care. Alongside this normalisation process, choices were increasingly offered to 
people with LD; choice is one of O’Brien’s five accomplishments for service delivery 
(O’Brien, 1987, cited in Caine, Hatton & Emerson, 1998). These changes are in line 
with the Human Rights Act (1998). Choice, and the right to self-determination, is 
emphasised in: ‘the right to privacy and family life’ (article eight). Alongside every 
right, is a corresponding duty for someone to protect the right (Human Rights Act,
1998). This duty falls to carers and health professionals. However, since these 
people also have a duty to protect vulnerable people from abuse, their dual role 
requires balancing respect for autonomy with protection from harm. In order to 
achieve this, knowledge of the degree to. which the person can make their own 
decisions is necessary (Wong, Clare, Gunn & Holland, 1999; Berghmans, 2001). 
Therefore, clinicians are increasingly required to assess capacity.
If one assumes an individual has capacity when they do not, then they could be 
vulnerable to abuse, and the carer would tie guilty of negligence. People have died 
because they refused life-saving treatment, and capacity to decide was incorrectly 
assumed (Sundram & Stavis, 1999). However, if  one assumes incapacity, this risks 
violation of the right of self-determination. Additionally, clinicians need to be 
capable of making clinical decisions in a way that is supported by the law (Hillery et 
a/., 1998).
Further, it is important to offer people choice because control over one’s environment 
can enhance quality of life (Keith 1990, cited Treece, Gregory, Ayres & Mendis,
1999). The Mental Incapacity Report (The Law Commission, 1995) generated much 
discussion about capacity to consent (Chahal & Morris, 2000). This prompted the 
publication of the Draft Mental Incapacity Bill (Lord Chancellor’s Department, 2003)
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Assessment of capacity among vulnerable populations, such as people with LD, head 
injuries, dementia or mental illness, raises numerous issues. It is beyond the scope of 
this essay to consider all these populations', and this discussion will focus on adults 
with LD. People under the age of eighteen cannot legally give consent; thus this issue 
does not arise for children.
\
This essay aims to clarify the primary issues for psychologists to consider when 
making an assessment of capacity, with the hope of promoting an increasingly 
consistent approach. If a person is judged to lack capacity, then health professionals 
are lawfully required to act in the person’s best interests (British Medical Association 
(BMA) 2001). This essay focuses primarily on issues of assessment and will not 
discuss how decisions are made when the person lacks capacity.
The discussion will begin by defining the law, capacity, and the clinicians currently 
responsible for capacity assessments. Guidelines for assessment of consent to 
medical treatment, and associated issues, will be discussed. Situations where 
additional considerations exist, such as consent to psychological treatment, or consent 
to a sexual relationship, will also be considered.
The law
This information was taken from the BMA (2001).
In order for treatment to be legal, the patient must consent. There is no legal 
requirement for consent to be written. Adults are assumed to have capacity to 
consent, unless proven otherwise. In England and Wales, nobody can give consent on 
behalf of another adult, irrespective of their relationship or the adult’s capacity. 
Turner, Brown & Baxter (1999) surveyed GP’s knowledge of the law, concerning 
capacity. Unfortunately, they found many GPs were unclear about the law. For 
example, they believed a signed consent form was legally necessary and in the 
absence of consent from the client would ask the next-of-kin.
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Definition of capacity
Numerous terms are used to refer to ability to make a decision. For the purpose of 
this essay, competence in decision-making will be referred to as ‘capacity’. Capacity 
is a legal construct, defined as:
‘The ability to make legally significant decisions about oneself (BMA, 2001 p.4).
The Mental Incapacity Report (1995) defines incapacity as: ‘At the material time he 
or she is;
(i) Unable by reason of mental disability, to make a decision on the matter in 
question, or
(ii) Unable to communicate the decision because she or he is unconscious or for any 
other reason.’ (para 1.4)
Mental disability is further defined as: "a disability or disorder of the mind or brain, 
whether permanent or temporary, which results in an impairment or disturbance of 
mental functioning" (para 1.4). Inability to make a decision is: "(1) an inability to 
understand or retain the information relevant to the decision, including information 
about the reasonably foreseeable consequences of deciding one way or another or of 
failing to make the decision, or (2) an inability to make a decision based on that 
information." (para 1.4)
Who makes the assessment?
A medical professional, frequently a general practitioner, must undertake the 
assessment in order to be valid in a court of law (BMA, 1995). A consultant 
psychiatrist will often be asked to make the assessment of someone with LD. 
However, clinical psychologists may be requested to assist, particularly in assessment 
of cognitive functioning (BMA, 1995). Where the assessment is not required for 
court, the healthcare practitioner proposing the intervention is responsible for the 
assessment (Wong et al, 1999). This practitioner may often refer to a clinical
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psychologist, or a clinical psychologist may be the practitioner. Multidisciplinary 
assessments are also sought in some cases. For reasons why a case would go to court, 
see Mental Incapacity Bill (2003).
Assessment approaches
Historically, different approaches were taken to decide whether somebody has 
capacity. These are the ‘diagnostic’, ‘outcome’ and ‘functional approaches’ (Wong et 
al.,. 1999). The diagnostic approach takes into account the person’s diagnosis, which 
forms the rationale for the decision. For example, deciding that all people with LD do 
not have capacity to consent and therefore all decisions must be taken on their behalf. 
This approach (and consequent decision) is flawed for several reasons, primarily 
because people with LD are heterogeneous, and overall intellectual ability is not 
predictive of capacity to make decisions (Murphy & Clare, 1995).
The outcome approach bases the capacity decision on the outcome of the decision. 
Thus, if somebody makes a decision seen to be irrational or illogical then it can be 
decided that they lack capacity. In practice, if someone does not actively dissent then 
capacity is sometimes assumed (Hillery et al, 1998). This can be interpreted as an 
ongoing form of the outcome approach. The approach is flawed because it is 
subjective and culturally determined. This approach has been rejected by law, and by 
the Mental Health Act (1983), as it overrules the right to self-determination (Wong et 
a/., 1999).
The functional approach is most time-consuming because it considers capacity in 
relation to individual decisions. It allows for the possibility that capacity fluctuate 
over time and that people could lack capacity for some decisions, but not others. This 
approach is favoured by the law (Mental Incapacity Bill, 2003), and by clinicians. It 
is the approach considered in this essay.
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An assessment is only likely to take place if there is sufficient time available to 
conduct it. In emergencies, clinicians can bypass capacity assessment providing they 
act in the person’s best interests (Wong et al, 1999).
The functional assessment
Assessment format
Wherever possible, assessment must take place before intervention (Division of 
Clinical Psychology (DCP), Professional Practice Guidelines, 2001). Before 
embarking upon the assessment, it is important to qualify why the assessment is 
required. The assessment format depends on the assessing clinician; some will use 
standardised tools, but most take the form of an interview. The assessor presents 
information about the proposed intervention, they ask questions about this 
information, or request that the person paraphrase. During an interview it is 
recommended that verbal information be accompanied by visual information, to 
enhance understanding (Murphy & Clare, 1995). The assessor also assesses ability to 
reason logically and ensure the decision is free from coercion. Knowledge of the 
person’s cognitive abilities would enable the assessor to pitch their assessment at the 
right level.
Components o f the capacity to consent
There is no single set of criteria accepted by all disciplines (Berghmans, 2001). The 
DCP report (Working in Teams, 2001) recommends that valid consent must contain 
three elements;
1. Consent must be voluntary.
2. The person must have adequate information.
3. The person must have the mental capacity to consent.
It is important to consider each of these criteria when working with someone with a 
LD. They will be discussed in turn below.
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Voluntariness.
The individual should not be pressurised to make a choice, and there ought not to be 
outcomes contingent on a particular response (Department of Health, 2001). Where 
there is a risk of violence, abuse, or equality of power, then the decision cannot 
voluntary. Although it is clear that violence and abuse are not acceptable, this 
requirement could be impractical, as Markova (1995) suggests a decision can never be 
completely voluntary and other people’s views on the decision usually form part of 
the decision making process. Therefore, the question is more one of how much 
influence over the decision other people should have.
Stalker & Harris (1999) found people with LD don’t feel that their opinion is 
important, even when they are asked for it. This can be explained using Seligman’s 
theory (1974) of learned helplessness. Seligman found experiences of being 
unsuccessful in attempts to control the environment resulted in a sense of helplessness 
and cessation of attempts to control the environment. Similarly, if a person believes 
their opinions are not listened to, they may cease to express them.
Additionally, despite being informed that they can refuse, or withdraw, some people 
with LD expect their carers want them to agree, or participate (Arscott et al, 1999). 
When somebody agrees because they think it is the desirable response, this is known 
as ‘acquiescence’ (Murphy & Clare, 1995). Acquiescence is common among people 
with LD (Gudjonsson, 1990 cited in Murphy & Clare, 1995). It is important to 
distinguish valid informed consent from acquiescence. It is also possible that, in 
practice, the client could agree to treatment because they believe agreement will 
prolong the personal interaction; a choice not based on information relevant to the 
decision.
Despite valiant efforts to communicate the right to withdraw from or refuse treatment, 
a power imbalance almost certainly exists between a person with LD and the assessor. 
Even when a person has the cognitive skills to make a decision, they may not have the 
assertiveness skills to communicate their choice (Fox et ah, 1993), and therefore
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acquiesce. Further, people with LD who have lived in an institution may be 
unfamiliar with making decisions, and when asked to do so may become anxious, 
fearful or misunderstand the reasons for being asked (Berghmans, 2001). In practice, 
anxiety or confusion may move them to pick up on unintentional cues from the carer 
or assessor, about the desirable decision. Emotions can reduce cognitive functioning 
and therefore lessen capacity to make an informed decision (Berghmans, 2001)
Suggestibility is the tendency to be led by leading questions, or to alter answers 
according to other people’s responses. People with LD are vulnerable to 
suggestibility (Clare & Gudjonsson, 1993, cited in Murphy & Clare, 1995). It is 
important to be aware of this when presenting information or questions, to avoid 
leading people to a decision that may not be their own.
Information.
The Department of Health, Code of Practice (cited in DCP Working in Teams, 2001) 
states that the person should be able to:
1 -  Understand what medical treatment is and that they need it and the reason for this
2 -  Understand the broad nature of the proposed treatment
3 -  Understand the principle benefits and risks of the proposed treatment
4 -  Understand the consequences of not receiving the treatment 
(Working in Teams, 2001, p.41)
The information should be provided in a way that is respectful of confidentiality, and 
be sufficient to make a decision. It must include the risks and benefits of receiving 
the treatment, and the risks and benefits of alternative treatments. Other authors 
recommend the person should understand they can withdraw (DCP Professional 
Practice Guidelines, 1995), and should have a real opportunity of pursuing alternative 
treatments.
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There is a difficulty of communicating this information to people with LD because 
they often have problems with verbal comprehension. Additionally, understanding of 
the information may be different from the assessor’s (Murphy & Clare, 1995); 
understanding should not be assumed (Gelsthorpe, 1995;Berghmans, 2001). Rote 
recall of information does not assess understanding, but may reflect a difficulty 
verbalising understanding.
Murphy & Clare (1995) question what 'broad terms’ of understanding means. Since 
the amount of information required is unspecified, people with poor understanding 
might qualify as having a broad understanding. A vague specification of the 
understanding required leaves the decision of capacity to the discretion of the 
assessor. The final decision cannot, therefore be objective or scientific (Berghmans,
2001). Arscott et ah, (1999) found understanding of rights, and the impact of choice, 
was the most difficult for people with LD.
Verbal ability. Poor verbal ability has been found to correlate with poor performance 
on a consent vignette given to people with LD (Arscott et al, 1999), despite efforts to 
simplify the vignette language. People with LD have difficulties in verbal ability 
ranging from word finding difficulties to complete absence of verbal communication. 
Although comprehension is usually less impaired than expression (Murphy & Clare, 
1995), this presents difficulties for meeting DCP criteria of communicating 
information in a language that can be understood, without sacrificing detail.
Capacity
The Draft Mental Incapacity Bill (2003) specifies that in order to have capacity the 
person must be able to (i) understand the information that is relevant to the decision;
(ii) retain the information relevant to the decision; (iii) use the information relevant to 
the decision as part of the process of making the decision; and (iv) communicate the 
decision, (p.8).
36
People with Learning Disabilities Essay
The DCP Professional Practice Guidelines (British Psychological Society, 2001) 
stipulate that assessment should measure understanding of the information, ability to 
deliberate on it, make logical conclusions and communicate a decision. They 
comment that the person should maintain their decision for a sufficient length of time 
that the intervention can be implemented. Certain cognitive skills are crucial to meet 
these requirements:
Memory. The requirement that information must be retained for a certain time raises 
difficulties for some people with LD. Memory contributes to decision-making 
(Murphy & Clare, 1995), but length of time that information must be retained is 
unclear. It is also unclear which information must be remembered. Memory effects 
ability to consent to different types of intervention (Arscott et ah, 1999), but did not 
correlate understanding. The BMA (2001) stipulates that information must be 
retained for long enough to decide, but the draft Mental Incapacity Bill (2003) 
clarifies that a person who maintains information for only a short time can still give 
consent. It has been argued by Wong et al, (1999) that this criterion is unnecessary 
since someone who is unable to retain information is unlikely to demonstrate an 
understanding of this information, and consequently will be judged not to have 
capacity.
Problem solving ability is required to weigh up the pros and cons of treatment or 
intervention, and consider it in relation to alternatives (Murphy & Clare, 1995). This 
information must be retained for long enough to problem-solve. Problem solving is 
an executive function, and thus often impaired in people with autistic spectrum 
disorders (S. L. Brook, personal communication, 15 July 2003). People with LD also 
have difficulty in applying problem solving strategies to novel situations (Ferretti & 
Cavalier, 1991, cited in Murphy & Clare, 1995). The ability to weigh the pros and 
cons of a treatment or intervention is impaired by concrete thinking (Murphy & Clare, 
1995).
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Rationality forms part of capacity, but unreasonable decisions should not be confused 
with incapacity (DOH, 2001). Some policies, especially in America, emphasise 
rationality as part of the capacity criteria. It is generally agreed in the UK that the 
person making the decision must' be capable of rationally manipulating information, 
but it is acceptable that the decision that may appear irrational to others (DOH, 2001). 
The decision can legitimately be founded in religious or cultural beliefs and, 
providing all other criteria are met, capacity should be accepted. To judge such a 
decision as invalid would be to discredit decisions not in agreement with 
professionals’ opinions (Gelsthorpe, 1995) and therefore to perform a covert outcome 
approach (Tancredi, 1982, cited in Wong et al, 1999). Thus, the clinician needs to be 
aware of their biases and prejudices. A rational decision ought to be one that is in line 
with the person’s belief system and show evidence of weighing the risks and benefits 
of the available options.
Special Circumstances
There are certain occasions, when working with people with LD, that special 
consideration needs to be taken. Some of the most frequent or complex situations are; 
consent to participate in research, a sexual relationship, choice of placement, witness 
in court, video or audio recording, lifestyle choices such as smoking or drinking, 
marriage, adoption, abortion, parenting or making a will. These situations are more 
complicated because the person making the choice could be more vulnerable to 
coercion, or the risks are more serious. Thus, it is especially important to conduct a 
thorough assessment and ensure the person is fully informed of, and understands, the 
consequences. To discuss each in depth is beyond the scope of this essay, and some 
are discussed below.
Sexual relationships.
It is important to gain understanding of reciprocity in the relationship and ascertain if 
the couple is sexually active at the time of assessment. It is important to establish the 
level of activity the couple wish to, or are currently, engaging in so as to pitch the
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assessment at the right level and not give unnecessary information (Sellars et al,
2002). Heterosexual couples that wish to engage in sexual intercourse must have 
understanding of the needs for contraception (Kennedy & Niederbuhl, 2001) and be 
able to carry this out in practice. In the case of homosexual relationships the couple 
should be informed of possible negative attitudes of society, since this could be a 
consequence of their behaviour (Brian Mellan, personal communication, 9 June
2003). Homosexual relationships do not necessitate the same education of 
contraception, but it is still important to ensure they are not at risk of sexually 
contracted diseases (Kennedy & Niederbuhl, 2001). Kennedy & Niederbuhl (2001) 
also found psychologists to think ability to say, or demonstrate ‘no’ was crucial in 
capacity to consent to a sexual relationship. People may also require education about 
body parts or sexual acts. Assessment should include an understanding of privacy, 
where and with whom sexual behaviour would not be acceptable. The law states that 
people with a severe LD are not capable of consenting to a sexual relationship 
because they are not able to understand its implications (Sellars et al, 2002). There 
are no widely accepted guidelines as to criteria for capacity to consent to a sexual 
relationship. The same is true of other special circumstances and therefore more 
research is needed.
Psychological interventions.
The DCP (2001) identifies certain information, in addition to that mentioned above, 
should be shared with a client: For example, possible emotional distress of the
intervention, likelihood of a positive outcome, availability of other services and 
responsibilities of the clinical psychologist. .They also encourage the client to ask 
questions. These criteria are difficult with people with LD because it is difficult to 
predict the outcome, or length of intervention. Some interventions that require a 
collaborative approach are less likely to be beneficial if the client does not consent. 
Clinicians should be aware that their own desires to help could lead them to present 
biased outcome information (DCP, 1995). Clinicians should also be aware that client 
consent is required for indirect consultation work.
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Standardised Assessments
Consideration of these issues is helpful; however, the outcome remains dependent 
upon clinician interpretation. Some attempts have been made to standardise the 
process (Grisso, Appelbaum & Hill-Fotouhi, 1997), but few of these assessments are 
designed specifically for people with LD. Two assessments are discussed: The 
MacArthur Competence Assessment Tool -  Treatment (MacCAT-T; Grisso et al, 
1997) and Ability to Consent Questionnaire (ACQ; Morris, Niederbuhl & Mahr, 
1993).
The MacCAT-T is recommended for use in conjunction with clinical assessment. 
The MacCAT-T is an interview structured by information relevant to the individual 
and their decision. The clinician communicates the necessary information, and then 
understanding is assessed through asking them to paraphrase. Reasoning is assessed 
through asking them to explain their decision. Certain aspects of reasoning, such as 
comparing treatments, considering consequences and whether the final decision 
logically progresses from their explanations, are noted. This assessment tool was 
shown to have acceptable inter-rater reliability. The authors suggest this assessment 
is useful in clinical practice because it provides a structure for interview. Since this 
tool was developed for psychiatric use, it is reliant on verbal skills, and would need 
adaptation for use with people with LD. Additionally, it is unclear whether this test 
could be adapted for assessing consent in special circumstances.
The ACQ was originally developed in America, specifically for people with LD. 
However, Arscott et al, (1999) believed the criteria for capacity were too stringent 
and therefore modified the assessment. The adapted ACQ assesses capacity through 
describing three hypothetical situations in the third person. The vignettes look at 
consent to a behavioural or surgical intervention or a medical prescription. The 
person is asked questions about the problem, the procedure, risks, benefits and 
alternatives. Rationality is assessed, plus understanding of rights to withdraw or 
dissent. The vignettes were presented with line drawings. The adapted ACQ found
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65% of the sample capable of consent. Arscott et al, recommend this assessment be 
used in conjunction with assessments of memory, verbal ability and IQ. They suggest 
the adapted ACQ is a useful clinical tool for identifying difficult areas of consent, 
which may then be improved by education or simplification of information (Arscott et 
a/., 1999).
While these assessments are useful in structuring the assessment process, which 
should minimise the impact of clinician bias (Law Commission, 1991), it is important 
to acknowledge that people with LD are heterogeneous. Thus, because of their 
individuality and the different situations to which they might be asked to consent, 
standardised assessments may not be appropriate. It is important to recognise that 
someone might show capacity for a hypothetical situation about somebody else, but if 
asked to make a personal decision could find it more difficult because of emotional 
factors. To adapt vignettes to individual situations reduces the standardisation of the 
test (Tumoda et al, 1997). Additionally, as with all assessments of consent, there is 
little clarity of the threshold above which consent is valid, and how much of each 
criterion is required (Arscott et al, 1999; Wong at al, 1999). Perhaps the amount of 
knowledge, capacity and autonomy depends of the individual and the situation to 
which consent is being sought. Montgomery, (1992, cited in DCP, 2001) argues that 
level of understanding should be relative to the situation.
Limitations of the Assessment.
Assessing consent is a relatively new idea, and therefore, some people may have been 
engaging in activities for years, to which their consent is now questioned. This can 
cause serious problems for services that discover that they ought to have prevented 
the activity, but to suddenly implement lifestyle changes would feel punitive and 
cause upset or confusion for the person with LD. In such situations, the motivation 
behind such an assessment is questionable; is it for the client or the service’s best 
interests?
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In our efforts to ensure people with LD are protected (and presumably that we, as 
services, are not sued for negligence), it has been argued that our assessment of 
consent demands more from people with LD than we would demand of ourselves 
(Sellars et al, 2002). Additionally, and conversely, when working with people 
without a LD it has been argued that clinical psychologists do not adhere rigidly to the 
professional practice guidelines concerning consent (Gelsthorpe, 1995). In applying 
the guidelines to people with LD and not to the general population, this is suggestive 
of prejudice. To avoid prejudice, research into how the general population make 
decisions is recommended.
Using vignettes to assess consent can demonstrate capacity. However, if the person is 
unaware of their own needs or unable to relate the information to themselves then 
consent is invalid. Berghmans (2001) argued that most literature considers cognitive 
aspects of capacity, and time would be more constructively spent attending to the 
meaning of the choice, and emotions aroused through making that choice.
Unfortunately, because it’s a lengthy procedure, some institutions might be tempted to 
postpone to assessment until it becomes an emergency when they can legally bypass 
request for consent (Sundram & Stavis, 1999).
Improving capacity to consent
A general increase in frequency, with which people with LD are asked to make 
choices, could empower them. By increasing frequency of decision making, and 
ensuring that choices are honoured, it would be hoped that people with LD could 
become gradually more assertive, in line- with Seligman’s theory of learned 
helplessness (1974). Additionally, assessment in a familiar, relaxed environment 
could further reduce anxiety-provoking aspects. To reduce the power imbalances of 
assessment by an unfamiliar person, it might be helpful to have a member of staff or
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family present. The family or staffs familiarity with the client’s communication 
systems is likely to improve the assessment.
Perhaps people with memory problems could be presented with the same information 
on numerous occasions. This ought to aid memory through errorless learning 
(Wilson, Baddeley, Evans & Shiel, 1994). Memory prompts, such as written or 
pictorial records could also be beneficial.
Clinicians should be aware of acquiescence- and suggestibility, and be cautious not to 
present information in a way that leads the person to a certain response. 
Acquiescence and suggestibility can be measured using standardised assessments (see 
Gudjonsson, 1992, cited in Murphy & Clare, 1995). It can be difficult for a person 
with executive problems or difficulty with abstract thinking, to problem-solve. It 
helps to be creative in presentation; problem-solving might be remedied to some 
degree by presenting information in small amounts, simplified language and using 
picture or video illustrations (Murphy & Clare, 1995). The validity of picture 
illustrations is a moot point; therefore, care should be taken in the conclusions drawn 
from these. It might be useful to re-evaluate the person’s medication, physical or 
mental health since these can all affect cognitive functioning (Wong et al, 1999).
Berghmans argues that a greater amount of time should be spent promoting capacity 
and choice making, rather than deciding whether or not capacity is present. In order 
to increase capacity, educate the person about the intervention that is proposed and 
their rights before making the assessment. .
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Service Implications
It is important to promote attention to the issues of consent and to promote a respect 
for ability of people with LD to make their own decisions, through increasing 
awareness of the law (Turner et al, 1999) and government policies. Where possible, 
it would be advantageous to have multidisciplinary assessments including carers or 
relatives. Clinical psychologists are qualified to guide such assessments due to their 
keen awareness of cognitive functioning (Sundram & Stavis, 1999) and other issues 
as discussed above. Perhaps psychologist’s assessments ought to be more valid in 
court. Involving carers and family in assessment could serve to improve knowledge 
of the person’s best wishes, which may prove useful if they are found to lack capacity.
It is apparent that the presentation of information is crucial in its meaning to the 
client. Therefore, care must be taken to present it in a clear way, even if this is time- 
consuming. A difficulty for services will be in deciding which decisions require a 
capacity assessment, since a through assessment is lengthy and unlikely to be possible 
for every decision due to NHS service limitations.
Future Research
Research in the future would be well spent in seeking to find cognitive, or otherwise, 
skills that are correlated with capacity to consent in people with LD. This research 
may help in establishing a brief assessment of capacity that could be used for less 
serious decisions, such as day centre activities (Wong, 1997). It may be useful to 
begin by investigating verbal ability.
Research would also be valuable in identifying methods of instruction for teaching the 
skills of choice making to people with severe LD (Treece et al, 1999). There is a 
need for standardised assessment procedures, which are less reliant on verbal and
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memory abilities, but that are valid and adaptable in clinical practice (Arscott et al,
1999).
Finally, in order to increase the consistency of assessments, possibly through 
developing a national protocol, it would be helpful to have more specific guidelines 
about what capacity is, and its relevant thresholds, from the government. This would 
assist clinicians in ensuring they are working within the law whilst safeguarding their 
client’s rights. Alternatives to the current approach would be to explore systems that 
have been found to be useful in other countries. For example, in Scotland and 
Sweden have well-established systems for the client to allocate his or her own proxy 
delegate.
Conclusions
The components of a capacity to consent assessment for people with LD have been 
discussed in relation to the law, government policies, and the clinical psychologist. It 
is important to acknowledge the idiosyncrasies of people with LD, whether these are 
due to impairment, culture or religion, and to appreciate that most situations will be 
different. Since capacity can fluctuate over time, a person’s capacity must never be 
assumed to be present or absent, and it is- important to encourage the person’s 
participation is as many decisions as possible, to the greatest degree possible (Mental 
Incapacity Report, 1995). Finally, some suggestions were made for services and for 
future research.
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Children who have been abused are more likely to become abusers themselves in 
adulthood. Discuss with reference to assessing and intervening with such
children.
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Introduction
Child abuse is of global social concern (Bouvier, 2003) due to its long-term impact on 
risk-taking behaviour and mental health problems among victims (Salter et al, 2003). 
Due to limited methodology (Egeland, Jacobvitz, & Sroufe, 1988), it is difficult to 
establish the true prevalence of child abuse. There are no differences in prevalence 
between different races and cultures, but identified increased numbers of referrals for 
black ethnic groups (Jones & McCurdy, 1992 cited in Department of Health (DOH) 
practice guidance, 2000). It is often proposed that children who are themselves 
abused will grow up to abuse their own children (Kaufman & Zigler, 1987). This is 
referred to as the intergenerational transmission (IGT) of abuse. Kaufman and Zigler 
(1987) established that approximately one third of victims will later become abusers. 
This essay discusses the reasons why some people are able to break this cycle and 
others, unfortunately, do not.
Research has identified risk factors and protective factors, for continuing the cycle, 
which will be outlined. Assessment of these factors and the appropriate interventions 
will be discussed, with consideration of clinical issues. Maltreatment is a multi­
agency concern, and the role of other agencies will be considered alongside the 
psychologist. Finally, questions raised in the literature will be discussed with 
reference to the focus of future research and evidence-based practice.
Cycles of abuse 
Definitions
Four types of child maltreatment are distinguished by the government; sexual, 
physical, emotional abuse and neglect. For definitions of abuse types see the 
Department of Health (DOH) Best Practice Guidance (2003). It is important to note 
that different forms of abuse frequently co-exist (Falshaw, Browne & Hollin, 1996; 
Narang & Contreras, 2000), and therefore, this essay considers all four types of abuse. 
The intergenerational cycle of abuse can be defined as repeating a pattern of 
maltreatment across generations (Buchanan, 1996). However, it can be argued that
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abuse recurs in cycles that are not intergenerational; a child who is maltreated may 
grow up to abuse their siblings, animals, other children (Salter et al, 2003) or 
themselves though substance abuse or self harm (Bouvier, 2003). Consequently other 
cycles also exist within the intergenerational cycle.
Since approximately one third of people who were abused during childhood become 
abusers, there are two thirds who do not become abusers. Additionally, there are 
some people who become abusers but who were not abused in childhood (Wilkes, 
2002). It would be extremely valuable if clinicians were able to predict which 
children were most likely to later become abusive. Recent research has identified risk 
and protective factors that help predictions. Before these factors are discussed, the 
different models of cycles of maltreatment will be outlined.
Models
Most models of IGT have focused on understanding risk factors (Buchanan, 1996). 
Numerous authors compiled ‘risk lists’, which are a collection of factors identified to 
correlate with abuse. There has been little attempt to distinguish these correlated 
factors from causal factors, and consequently Wattam (1999) questions the validity 
and clinical effectiveness of such lists. Risk lists are not reliable predictors but are 
useful when resources are limited (Buchanan, 1996).
Belsky (1980, cited in Buchanan, 1996) designed a four-factor model of risk and 
compensatory factors of four areas; the exosystem (socio-political influences), macro 
system (cultural influences), ontogenetic (psychological) and microsystem 
(biological). This model was further adapted by Cicchetti & Rizley (1981). It 
subdivides risks into the four areas, and can be directly linked to interventions.
Social learning theory (SLT; Bandura, 1973, cited in Falshaw et al, 1996) postulates 
that abuse is learned through observing reinforcement of abusive behaviour. 
Observation of physical abuse as an effective means of achieving one’s needs teaches 
the child to use this behaviour themselves. The child perceives their abusive 
experiences as acceptable by the parent and is therefore likely to adopt this behaviour 
with their own children. SLT was compared with temperament models, which
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propose maltreatment results from difficult temperament, which elicits maltreatment 
from carers. Muller, Hunter & Stollack (1995) compared these models and 
established that SLT provides a more thorough account for IGT.
Cultural and philosophy o f discipline models postulate that the child learns rules and 
expectations from their own parents and will use these to guide their own parenting. 
Simons, Whitbeck, Conger & Chyi-In (1991, cited in Newcomb & Locke, 2001) 
found that a belief in harsh discipline mediated the relationship between receiving 
harsh discipline in childhood and practicing it in parenthood. Childhood attachment 
effects attachment style developed with one’s own children (Wekerle & Wolfe, 1998). 
Wekerle & Wolf (1998) found an insecure attachment lowered threshold for child 
abuse and strengthened parent’s negative view of their child. Carlson (1989, cited in 
Bento vim, 1998) found 80% of children who suffered significant harm also had 
disorganised attachments to their carers.
Pathological models suggest that psychiatric pathology, in the parents, or a 
temperamental problem in the child make attachment more volatile. Socio-political 
models propose IT G of abuse is not necessarily via parental pathology (Rutter, 1989, 
cited in Buchanan, 1996). It states that social factors such as poverty, housing, 
neighbourhoods, unemployment and alienation increase stress and despair and 
increase risk of child abuse by increasing stress on carers. As long as social factors 
remain unresolved, so will child maltreatment. In support of this, Miller-Perrin & 
Perrin (1999, cited in Newcomb & Locke, 2001) found environmental stressors to be 
a risk factor. Finally, psychodynamically orientated models explain the IGT through 
the victim’s identification with the aggressor or perpetrator of the abuse (Classer et 
al, 2001), victims are likely to re enact this experience once they come to be in the 
perpetrator’s position (i.e. a parent) in order to resolve their issues of powerlessness.
These models are useful because they propose mechanisms of how abuse is 
transferred, but they do not explain the mechanisms by which two thirds of people 
break the cycle. More recent studies have begun to identify a specific role of 
dissociation as a mediating factor between being a victim and becoming a perpetrator 
(Narang & Contreras, 2000). This relationship was even found when the person did
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not have a history of physical abuse. Egeland et al, (1988) found the abused mothers 
in their study who re-enacted their abuse, were distinguishable from those that did not 
re-enact their maltreatment by the fact that they dissociated affect from cognition. 
However, Narang & Contreras (2000) are careful to note that although prevalence of 
people who re-enact abuse is higher when they have dissociated, it is not 100% and 
there are other mediating factors that may not have been identified at this stage. The 
mechanism by which Narang hypothesises that dissociation mediates the relationship 
is through a reduction in ability to empathise with the victim; dissociation is adaptive 
at the time of their own abuse, but becomes maladaptive as they become adults 
because it may impair empathy, which has been observed among abusive parents 
(Narang & Contreras, 2000). It is important that this forms part of the assessment, 
which will be discussed.
Assessment
Risk assessments are instrumental in preventing child abuse and neglect because they 
provide the foundations of intervention. Early screening and intervention is promoted 
by the Department of Health (Working Together, 1998) who recommend provision of 
services and support before the situations become abusive.
Assessment of child abuse potential can occur at different points within the cycle of 
abuse: An assessment of potential could be made with the child after disclosure or 
when the victims become parents and a new child is expected or bom. Unfortunately, 
in clinical practice, assessment is often prompted by the discovery of abuse and the 
intervention can no longer be preventative, but instead will aim to minimise harm and 
prevent future abuse.
As with any assessment, it is important to obtain a detailed history, which can often 
be found in case notes (Classer et al, 2001). Assessments investigate the risk and 
protective factors for abusive parents, and therefore assess potential to re-offend, or 
they assess risk and protective factors of the victim to become an abuser. Assessment 
aims to identify social, cultural and environmental factors that maintain the abuse, and 
so consider all four factors of Belsky’s model (1980). Since many risk factors are
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associated with the home environment, attention should be paid to whether this 
environment is aversive and whether there is potential for change (Bentovim, 2002).
Different patterns of parenting have been identified among mothers and fathers who 
were themselves, victims of abuse in their childhoods (Newcombe & Locke, 2001). 
In their recent study, Newcombe & Locke identified that mothers who had been 
sexually abused were likely to adopt an aggressive style of parenting, whereas fathers 
were more likely to adopt a rejecting parenting style. This information is useful 
during assessments because the study supported the IGT of abuse and therefore it 
alerts clinicians to the possibility that the children of mothers with an aggressive 
parenting style or of fathers with a rejecting parenting style may have been abused or 
be abusing. Their study also showed a positive correlation between emotional abuse 
and neglect as well as physical abuse and sexual abuse in girls. A correlation was 
found between physical abuse and neglect among boys.
Risk factors
Certain factors correlate with an increase in likelihood of victims continuing IGT of 
abuse. Sexual abuse in childhood of boys is a contributory, but not a necessary or 
sufficient factor for the development of sexually abusive behaviour in later 
adolescence or adulthood (Bentovim, 2002).
An aggressive home environment significantly increases risk of becoming victim to 
sexual abuse outside the home (Langevim, Wright & Handy, 1989; cited in Bento vim,
2002). Further, an aversive home environment, including poverty, poor parenting and 
rejection, increase likelihood of offending behaviour (Falshaw & Browne, 1997, cited 
in Bento vim, 2002). Severity of sexual abuse is sometimes documented as a risk 
factor for becoming a sexual abuser (Hythe, Bento vim & Monck, 1995) but this 
finding was not supported by Bento vim’s recent research (2002). However, 
Bento vim (2002) did identify several other factors that distinguish between those who 
became abusers and those who had not at the time of the study. These are listed:
“Experiencing or witnessing physical intrafamilial violence, rejection by family
or peers, discontinuity of care, sense of grievance, poor identification with
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father figure, absence of a nonabusive male attachment figure, having a mother 
who was sexually abused in childhood, maternal depression, poor sibling 
relationships, having a mother who was physically abused in childhood, low 
levels of guilt concerning abusive action, neglect, and lack of supervision.” 
(Bentovim, 2000, p664-665)
The most significant factors were ‘experiencing or witnessing intrafamilial violence’ 
and ‘care rejection’. Witnessing can be as damaging as experiencing violence 
(Falshaw et al, 1996). These risks were identified in retrospective and prospective 
studies of boys who had suffered sexual abuse. Additionally, there was a suggestion 
from the prospective study that boys who witnessed violence against maternal figures 
were at increased risk of being violent themselves. The findings of Wilke’s pilot 
study (2002) suggest that birth order may be important and children who are youngest 
or oldest are at increased risk of continuing the cycle than the middle children.
It is important to note that experience of abuse is also a risk factor for stigmatisation 
(Chasser et al, 2001) and risk-taking behaviours such as substance misuse (Bouvier,
2003), which increase likelihood of risk factors for abusive behaviour, such as an 
impoverished environment and violence. Thus, consequences of abuse have a 
cumulative effect towards IGT.
Protective factors
Numerous authors refer to therapies that have helped victims break the cycle of abuse. 
Egeland, Jacob vitz & Sroufe (1988) found mothers who received extensive therapy 
were more likely to break the cycle of abuse. Attachment style is linked to self­
esteem (Schofield, cited in Assessing Children in Need and their Families; Practice 
Guidance, 2000). Additionally, children with secure attachments have increased 
resilience (Falshaw, Browne & Hollin, 1996). Secure attachment can exist with any 
adult sibling or peer in order for it to be protective (Bentovim, 2002). Therefore, 
assessment of attachment development, formation and style is helpful (Jones, (1998) 
cited in DOH Practice Guidance, 2000). Observation of how the child copes with 
distress provides information about their regulation of emotion and whether they use 
external or internalising coping behaviour. Externalising behaviour is a risk factor for
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continuing the cycle (Bentovim, 2002). Foster care can provide several of the 
protective factors, such as a predictable environment and supportive carers, and 
therefore can be a protective factor in itself (Bentovim, 2002).
Process
Assessment takes the form of interviews and standardized questionnaires. Through 
using interviews, important information regarding duration, intensity, and frequency 
of abuse, as well as identity of perpetrator might be obtained; all of which have been 
found to relate to outcome (Bentovim, 2002). It is important to ensure the assessment 
is thorough, and explores the whole situation (Working Together, 1999). It is often 
useful to involve other agencies. Social services and the Police will have legal 
(statutory) involvement if abuse is ongoing. Joint assessment between Social Services 
and psychology is advocated by multi-agency services, and is highly appropriate for 
complex cases that require inter-agency communication (Working Together, 1999). 
Information sharing between agencies is crucial to child protection investigation, but 
must be done with respect for confidentiality and on a need-to-know basis, and can be 
fragmented (Iwaniec & Herbert, 1999).
Standardised assessment techniques include questionnaires. One tool is the Child 
Abuse Potential Inventory (CAP; Milner, 1986, cited in McNary & Black, 2003). The 
CAP has frequently been used in studies to predict abuse potential (Narang & 
Contreras, 2000). Although this is one of the most researched assessment tools in this 
area, it has not been reliably found to predict future behaviour. It was designed to 
classify adults as ‘at risk’ or ‘not-at-risk’ based on previous behaviour, but 
unfortunately some adults may be classified as ‘at-risk’ who do not pose a risk. A 
limitation of the CAP is that it is specific to physical abuse. Finally, it has been 
criticised for its use in measuring outcome from treatment. Some items remain static 
despite treatment (e.g. childhood experiences). Consequently even after effective 
intervention, an adult may be classified ‘at risk’ if the CAP is used.
During disclosure of abuse it is important to obtain detailed information about 
patterns of abuse. The Trauma Symptoms Inventory (Briere, 1995) can be used for 
this purpose (cited in Bentovim, 2002). The Clinician Administered PTSD scale for
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children and adolescents is also a useful way of identifying experiences. (CAPS-CA; 
Nader et al, 1996 in Bentovim, 2002).
Other relevant questionnaires would be the Childhood Trauma Questionnaire (CTQ; 
Bernstein et al, 1999 cited in Newcomb & Locke, 2001). This provides information 
about maltreatment experiences of young people. The Parental Acceptance-Rejection 
Questionnaire (PARQ; Rohner, 1991, cited in Newcombe &Locke, 2001) assesses 
maltreatment from the victim’s perspective and focuses on parenting style including 
warmth, aggression, rejection and neglect.
In order to assess dissociation, the Adolescent Dissociative Experiences scale 
(Armstrong et al, 1997, cited in Kisiel & Lyons, 2001) and the Dissociative 
Experiences Scale II (DES II; Carlson & Putnam, 1993, cited in Kisiel & Lyons, 
2001) can be used with young people and adults respectively. Both of these self- 
report measures have been found to have adequate reliability and validity (Kisiel & 
Lyons, 2001). Using a measure of dissociation may be useful in conjunction with 
other assessments of risk and protective factors.
Clinical considerations
Obtaining disclosure from a male victim poses serious challenges to the therapist 
since males often are in denial of their own abuse because it raises questions for them 
about their sexuality, and the cultural stigmatisation of this (Bentovim, 2002). This 
difficulty must be addressed before assessment can commence, but may require a 
substantial amount of work to reach this point. It is important to believe a child’s 
disclosure as this improves prognosis, compared to if the child feels punished by 
his/her disclosure (Bentovim, 2002). In clinical practice, interviews with carers are 
challenging because carers may not be open about the abuse, or they may not realise 
their parenting is abusive (Wilkes, 2002). In such cases, cues must be taken from the 
environment and from observations of parent-child interactions. Observations and 
reports of the abused child’s behaviour are crucial to gaining an understanding of the 
effects of the abuse on the child and will help assess risk of future abusive behaviour.
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Self-report can be influence by memory bias and social desirability especially in the 
case of trauma or abuse (Haapasalo & Aaltonen, 1999). Whereby some victims 
idealise their family environment, and therefore their report about their family 
situation can disguise abuse. In such situation? it may be worth considering projective 
assessments, such as the Roberts Apperception Test (Roberts, 1994). Incongruence 
between child’s report and outcome of projective tests would suggest a need for 
further assessment and investigation.
Throughout the assessment process clinicians should hold in mind the influences of 
culture, diversity and power. A major power imbalance is likely to exist between the 
therapist and the child protection client. Increasing therapeutic alliance ought to go 
some way towards reducing this power differential and could increase the detail of 
information obtained and consequently the effectiveness or appropriateness of the 
intervention. The parenting style of a person from a minority culture is more likely to 
be assumed to be abusive than those of someone from the majority culture (Iwaniec & 
Herbert, 1999). It is important to ensure sufficient information is gathered before 
making a judgement. Numerous cultural issues are intertwined with child abuse. 
Behaviour that one culture considers abusive is acceptable in another. For example, 
in some cultures praise is thought to be abusive because it encourages arrogance 
(Gough, 1996). Different cultural values, such as expectations for behaviour or 
achievement may explain the carer’s reason for abuse, but does not justify it (DOH 
Practice Guidance, 2000).
Consideration ought to be given to gender differences in coping behaviours and 
particularly to the increased likelihood that males externalise distress whilst females 
internalise it (Bentovim, 2002). Consequently, patterns of self-harm or eating 
disorders are more likely among females. Therefore, despite resilience to the cycle of 
abuse, the effects of their experiences are no less serious.
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Intervention
Interventions aim to protect children, minimise damage and prevent recurrence of 
abuse through reducing risk factors and increasing protective factors. They target 
points of the cycle including adults, children and families.
Interventions with perpetrators of abuse (to prevent them re-offending) and the 30% 
of victims who are likely to become abusers (Bentovim, 2002) will be discussed. 
Choice of intervention depends upon age of the child, nature, severity, frequency, 
intensity of the abuse and the individual family’s needs (Iwaniec & Herbert, 1999). 
Most interventions focus on the child’s carers who are considered to be at risk or have 
already abused their children. Unfortunately, fathers rarely engage (Corcoran, 2000). 
Further, the approach taken to intervention depends upon the mechanisms by which 
transmission of abuse is believed to occur (Buchanan, 1996) but without knowledge 
of causal factors, it is difficult to avoid treating the symptoms and not the cause.
Numerous authors have found people who break the cycle are more likely to have 
emotionally processed the trauma. Therefore, interventions should also aim to help 
victims process their trauma and integrate it into their self-concept (Deblinger, 
Lippman, & Steer, 1996, cited in Bentovim, 2002). Such an intervention is presumed 
to reduce dissociation (Narang & Contreras, 2000). Some interventions, such as 
home visitation programmes, criminal procedures, or formal child protection 
procedures, are primarily the role of Social Services departments. These interventions 
effectively reduce risk factors associated with social, political and environmental 
circumstances that could maintain abuse. Psychological interventions aim to reduce 
some risk factors such as poor problem solving, difficulty managing behaviour, 
interfamilial communication problems, dissociation, and parenting skills.
In a similar way to assessment, intervention can take place at different points in the 
cycle. The most effective interventions may involve several family members and 
different techniques concurrently. Macfie, Cicchetti & Toth (2001) recommend 
intervention start as soon as maltreatment is identified to prevent development of 
dissociation. This is especially important among children who suffered sexual or
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physical abuse as they are at an increased risk of dissociation (Macfie et al, 2001). 
Bentovim (2002) also advocates interventions at the time of disclosure, in addition to 
long-term work.
Professionals are required to hold in mind the differences between their own value 
judgements about child rearing, and those of the parents. The aim of intervention is 
not to teach parents the therapist’s values, but to enable parents to conduct ‘good 
enough’ parenting in the context of their own culture (Iwaniec & Herbert, 1999).
One of the principles of intervention (Buchanan, 1996) is that as far as is possible the 
child should be cared for within the family. Therefore, it is important to make the 
family context safe before considering re-housing. Bouvier (2003) notes that 
interfamilial violence and child neglect increase the risk of sexual abuse, and 
therefore should be addressed as part of environmental intervention where sexual 
abuse is known.
Interventions can be classified as primary (targeting the whole population), secondary 
(targeting identified risk groups) or tertiary (targeting specific families). Most 
psychological interventions are tertiary.
Primary
School-based prevention programmes are ' routinely conducted across Europe 
(Rispens, Aleman & Goudena, 1997) and America (Davis & Gidyez, 2000). These 
programmes focus on teaching self-protection skills and educating about abuse. 
Children have been found to benefit from these programs, although transfer of skills 
to real life situations is not yet demonstrated (Rispens et al, 1997).
Home interventions
Clients who received home-based interventions were found to show improved 
parenting skills and reduced incidences of abuse when compared with case 
management alone (Gaudin et al, 1990-91). Many home-based early interventions 
are practiced without secure theoretical support or systematic approach, but parents 
report them to be helpful and supportive (Corcoran, 2000). These can be offered to
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the whole population or identified risk groups. They are more effective if offered to 
the whole population (Guterman, 1999).
Secondary
Parenting skills groups are supported by the model of SLT (Corcoran, 2000), and 
advocated by Salter et al, (2003) and Narang (2002). Helping parents change their 
parenting should lead their children to learn non-abusive parenting skills and thereby 
prevent the IGT of abuse (Muller et al, 1995). Parenting skills groups teach 
appropriate behavioural management techniques. Cognitive-behavioural (CBT) 
techniques of anger management may also be appropriate. Parenting-skills groups are 
reported to have encouraging and successful outcomes (Iwaniec & Herbert, 1999).
Parents need not be referred to parenting skills groups on the basis of abuse. 
However, Newcombe & Locke (2001) found a relationship between poor parenting 
skills and a history of maltreatment during childhood. Therefore, parents may find it 
beneficial if offered support around processing their own childhood trauma (Brier, 
1996 in Newcombe & Locke, 2001).
Tertiary
CBT has been used successfully to reduce abusive behaviour, lower unrealistic 
expectations of children, improve arousal control and problem-solving skills. Where 
parents are sufficiently psychologically minded to employ CBT techniques, this 
intervention has been effective in reducing child abuse and parental stress (Corcoran,
2000). CBT interventions are also used to reduce anxiety, increase coping skills, 
identify emotions and develop relaxation skills among victims (Bentovim, 2002). 
Victims benefit from education about how tb use social support and help in managing 
their own behaviour and thereby avoid triggering abusive parenting (Kolko, 1996).
Dissociation could be addressed through group or individual therapy, which aims to 
help victims accept their abuse and its consequences for them. Narang & Contreras 
(2000) suggest that interventions could be carried out before victims become parents. 
Play therapy, creative productions and visualisation are different mediums through 
which children might be helped to explore and process traumatic events (Jones, 2002).
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They help the child to develop a sense of self in a non-critical, safe environment and 
indirectly target dissociation (Bentovim, 2002).
Victims who are cognitively able to make sense of the information benefit from 
education about sexuality, their legal rights, social rules about sexuality and gender 
(Bentovim, 2002) and education about physiology and sexual arousal (Lindon & 
Nourse, 1994), which can be addressed in through group work.
Group work
Groups can provide a safe place for young people who have suffered abuse 
(Bentovim, 2002). They aim to provide a positive attachment to repair disorganised, 
avoidant attachments (Freidrich et al, in Bentovim, 2002). Group work can give 
children a place where they feel they belong, which can become a protective factor 
against the risk of poor attachment and social support (Bentovim, 2002), and so act as 
a preventative intervention.
Family Therapy
Since families involved in child protection cases are typically defensive and stressed 
(Belsky, 1993), it is rare that the whole family will consent to family therapy. 
However, if it is possible, this could be a space to explore the reasons why abuse 
occurred and the possibility of a cyclical effect (Bentovim, 2002). Victims need to 
process their abuse with their families, which involves acceptance of responsibility 
and apologies on behalf of the abusers. Such work would improve the prognosis for 
families, but is difficult to achieve in clinical practice. Koloko (1996) compared CBT 
and family therapy with a non-therapy condition, and found both therapies to show 
significant improvements, but the CBT group lasted twice as long before an incident 
of abuse. CBT was for the abusive parents as well as their children.
Clinical considerations
Perpetrators take full responsibility for the abuse in the minority of cases; only 9% in 
a recent study by Bentovim (2002), which effects engagement. Therefore, most 
interventions will be with victims. Competency & self esteem are often shattered 
after abuse, and it is crucial that interventions address this and attempt to rebuild or
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create a sense of competency and self-esteem (Bouvier, 2003), alongside creating new 
attachments.
It is unclear which behaviours to target somebody who was abused begins to show 
offending behaviour, some of which may be abusive towards others. Bentovim 
(2002) notes the increasing awareness of the importance of addressing the issues of 
the adolescent’s own abuse in addition to addressing their offending behaviour and 
without removing their responsibility for this behaviour. It is not sufficient to address 
the offending of adolescents but also necessary to address their own experience of 
abuse (Bentovim, 2002). Therefore, it may be appropriate to use more than one 
intervention concurrently and to involve their family if possible.
Prognosis
It is difficult to measure how many abusive incidents are prevented by interventions, 
and there are so many factors that influence recurrence of abuse for which there is no 
single intervention (Wattam, 1999). Treatment for victims can alter the symptoms of 
trauma, such as anxiety and depression, without affecting dissociation (Lanktree & 
Briere, 1995 in Narang & Contreras, 2000) Narang & Contreras warn against just 
treating these symptoms as they argue that abuse potential remains unchanged unless 
dissociation is specifically targeted. Dissociation and sense of self are highly 
complex, and effective interventions and could require long term commitment 
(Bentovim, 2002). Iwaniec & Herbert (1999) advocate multimodal therapies, in cases 
of emotional abuse, and report good outcomes for both the parents and the child.
Clinical considerations
It is of vital importance to look at the entire family and asses extrafamilial influences 
(Working Together, 1999). Hyde et al, (1995) report approximately 30% of victims 
will re-housed due to the denial of the abuser or an inability to accept responsibility 
for the abuse, or poor compliance with intervention and therefore lack capacity to 
change (cited in Bentovim, 2002). If children are removed from the home, then other 
risks are elevated and require attention, such as bereavement and the unsettling effects 
of having different carers who may find it difficult to manage the child’s behaviour 
(Iwaniec & Herbert, 1999).
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There is a need for more research in order that clinical practice can be more clearly 
supported by evidence. However, practice can still be evidence based through the 
application of general principles of practice used in all areas of clinical work. For 
example, the each separate phase of the work is structured according to theory; 
assessment covers the necessary areas of environmental, social and psychological 
factors and does so in a manner that engages the client as far as is possible in some 
kind of therapeutic alliance (Working Together, 1999). Children with learning or 
physical disabilities are at greater risk of abuse (Corcoran, 2000). Consequently, 
interventions need to be adapted for people with special needs. People with learning 
disabilities may benefit most from behavioural interventions, because they may be 
less able to express thoughts and feelings, but decisions concerning most appropriate 
intervention should be made individually.
Future research
In order to help clinicians, better understanding of resilience is required (Bouvier, 
2003), in addition to a greater knowledge of the role of dissociation (Narang & 
Contreras, 2000) alongside other mechanisms of transmission that have not yet been 
identified. Unfortunately the current literature raises numerous questions such as how 
can the cycle of abuse be defined; would a definition include violence towards 
animals, or towards people who are not members of the perpetrator’s own family? To 
advance knowledge it is important research maintaining factors, and to clarify 
whether different types of abuse are maintained by the same or differing factors. The 
findings of any future studies would be stronger if supported by prospective 
methodology, control groups and clear definitions (Falshaw et al, 1996).
Conclusions
Successful interventions to reduce IGT of abuse require change a large scale that 
includes socioeconomic factors as well as psychological factors that are maintaining 
the environment where abuse thrives (Wattam, 1999). A clearer definition of abuse is 
required, as is education for families about what is considered abusive and to target 
different cultural beliefs about parenting style. Interventions need to involve abusers
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and victims and to take place as early as possible. However, impact is limited if all 
four factors (Belsky, 1980) are not addressed (Corcoran, 2000). Although research 
about mechanisms and effectiveness of interventions is sparse, it is clear that 
childhood abuse must be processed in addition to interventions for offending and 
abuse, or the interventions would simply be treating symptoms and not the cause 
(Ertem, 2000).
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Introduction
‘Alzheimer's disease is one of the most feared disorders of later life’
(Cohen (2001, p95).
I first realised the enormity of this fear when working in a memory clinic; the 
psychiatrist would tell patients and their families that they were suffering from a 
‘progressive neurological problem’, and that certain medications might ‘help with 
their memory’. I was intrigued and yet unsurprised by the manner in which the team 
negotiated the interaction without using the word ‘dementia’. Earlier in my working 
life, when employed in nursing homes, it was commonplace to hear staff say 
expressions such as “I hope someone would help me die before I ever get like that”. 
Dementia is viewed as a tragic disease for which nothing can be done (Clare, 
Baddeley, Miniz-Cook and Woods, 2003), and to which death would appear 
preferable.
These situations raise the issues in this essay; since deterioration is inevitable, is there 
anything that can be done to help a person with dementia (with dementia), and is there 
any hope, and is it possible to augment the experience with psychological input? 
Similar issues are raised when working with other terminal illnesses, but the 
difference with dementias is that they engulf the entire person; physically, 
emotionally and cognitively.
A government drive to increase clinical effectiveness was initiated by clinical 
governance standards in 1997 (Department of Health (DoH), 1997). Further, the 
recent National Service Framework for Older People (DoH, 2001) made particular 
reference to ‘treat and support those older people with dementia’ (Standard Seven, 
p90).
As psychologists, we often first meet people in the early stages of dementia. The 
person and their family look to us for hope, which probably appeals to the part of us 
that first triggered our interest in psychology; to help people resolve emotional
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disquiet. With terminal illnesses, such as the dementias, can we help, or do we 
persevere to satisfy our own needs, quietening our fears that we too might one day be 
faced with the same hopelessness?
This essay does not propose to answer these questions, but instead aims to outline 
how psychologists might perhaps offer hope by evaluating the utility of their 
contribution. This essay will address these issues through first clarifying the 
definition of dementia, and secondly considering its symptoms. Thirdly, the current 
management of dementia within multidisciplinary teams (MDTs) will be briefly 
outlined. The role of clinical psychologists will be outlined and evaluated for people 
with dementia and their families, whilst considering the challenges for services 
dealing with progressive cognitive decline. Finally, suggestions for future research 
and service implications will be offered.
Definition
Dementia is not a final diagnosis per se; it is the term to describe ‘progressive 
deterioration of multiple cognitive functions, emotional control and social behaviour’ 
(International Classification of Diseases (ICD-IO); WHO 1992) that results from 
various aetiologies. Dementias occur predominantly amongst older people, most 
frequently Alzheimer's disease (AD) (Selai & Trimble, 1999). There are occasions 
when onset is younger than 65years, or démenti a is concurrent with mental health 
issues or learning disability. Between 1995 and 2025, the population over 80 will 
increase almost 50% (NHS Plan, 2000). It is predicted that there will be 855,000 
people with dementia by the year 2020 in the UK, which is a significant increase 
(DoH, 1997). Demands on services will grow due to this increasing prevalence (Bird, 
1999).
Vascular, lewy-body and frontotemporal dementias are second most frequently 
diagnosed amongst older people, each having a signature presentation and prognosis. 
Time between receiving a diagnosis and developing a severely disabling dementia is 
usually 5-20 years (Alzheimer's Society, 1997). There are inevitably psychological 
sequelae of diagnosis and progressive conditions that could be addressed during this 
time. The primary focus of this essay will be on AD among older adults.
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Symptoms
Dementia is a progressive deterioration of personhood involving decline in cognition, 
communicative, functional and social skills. It is characterised by psychological and 
behavioural difficulties, such as; wandering, disorientation, agitation, sleep 
disturbance, anxiety, depression and disinhibition, especially in non-routine situations 
(Purandare et al, 2000). Fortunately, insight usually diminishes with progression of 
the disease. Despite similarities in presentation, people with dementia are 
heterogeneous. Individuals have different needs based on personality, beliefs, culture 
and gender (Kitwood, 1997). Therefore, reaction to diagnosis is idiosyncratic, 
influenced by the context that they and their family live in.
Kitwood (1997) highlighted the importance of understanding the subjective 
experience of the person with dementia, and considering this in our work through 
providing ‘person-centred care’ (PCC). Psychologists draw various psychological 
models, coupled with an understanding of neuropsychology and behavioural 
psychology to make sense of the experience of people with dementia and endeavour 
to provide PCC.
Approximately 80% of care is provided by the family (Walker, 1995). Carers are 
more likely to suffer from depression or anxiety and be in poor physical health, than 
non-carers (Wenger, 1994). This is increasingly prevalent when the person 
demonstrates challenging behaviour (Gilhooly et al, 1994), the most problematic 
behaviours being disorientation to time, difficulty holding a conversation, upsetting 
and uncooperative behaviour, wandering and following the carer around (Nolan, et 
al, 2002). Feelings of burden and willingness to care might be mediated by cultural 
beliefs (Lawton et al, 1992), in addition to the person with dementia’s changes (Bird, 
1999). Therefore, it is important to address wellbeing of family and carers in addition 
to the person with dementia. These needs are beginning to be recognised by the 
government in recently published carer information (DOH, 2004).
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The Psychologist’s Role
Clinical psychologists work with people with dementia in various services, including 
MDTs, psychology led and specialist teams. They work alongside other healthcare 
professionals in a variety of settings including hospitals, day centres, and community 
services (British Psychological Society (BPS), 1995). A developing role is in MDT 
memory clinics. Unfortunately, dementia care is a relatively neglected area for 
psychology (Clare et al, 2003) and the majority of services suffer scarcity of 
resources, especially as only 10% of qualified psychologists work with older people 
(Lee et al, 2002).
In providing a service to a person with dementia, it is important to understand the 
contribution of their environment. Therefore, services usually address environment 
and professional carers in addition to family carers. According to the Division of 
Clinical Psychology’s (1995) paper on services for older people, the psychologist's 
core role involves: ‘direct clinical work, indirect clinical work and clinical 
consultancy, psychological consultancy and research & development’ (p7). The BPS 
(1995) highlights that one objective for psychologists, is to: ‘reduce the impact of the 
dementias... [and]...reduce the psychological distress of sufferers’ (p5). Another is 
to: ‘reduce family relationship problems associated’ and ‘alleviate behavioural 
problems associated with the dementias’ (p5J. The ‘associated problems’ are those 
outlined above. Ways to reduce problems and distress will be discussed.
Direct clinical work
‘Assessment and intervention.. .requiring advanced psychological knowledge and
expertise’ (BPS, 1995, p7).
Assessment
Assessment aims to pinpoint what might be realistically changed, and any of the 
person’s strengths that could contribute to ameliorating their deficits (Woods & Bird, 
1999). Psychological assessment of need and risk may be done individually or jointly
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with other team members. Assessment often involves differential diagnosis of 
depression and dementia. It also addresses capacity and informs decisions about 
advanced directives, frequently involving neuropsychological assessment to 
objectively measure cognition (Bucks & Loewenstein, 1999). Full 
neuropsychological assessment compares premorbid function against current function 
to determine the nature of any deficits. It establishes baseline measures for future 
assessments (Guss & Hawkins, 2002), potentially useful in research.
When referral concerns behavioural and psychological symptoms of dementia, 
assessment characteristically involves functional analysis of behaviour, together with 
extended assessment of social and environmental factors. Discovering unmet needs 
and reasons for behaviour provides a focus for intervention (Beck, 2001), and 
management strategies (Bucks & Loewenstein, 1999).
Interventions
Direct interventions include therapies for people with dementia and their families. 
Unfortunately, there has been a nihilistic attitude towards therapies for people with 
dementia due to their cognitive deficits (Husband, 1999). The first therapies designed 
for people with dementia included reminiscence therapy (RT; Bender et ah, in Scott 
& Clare, 2003), reality orientation (RO; Drummond et al, 1978), and validation 
therapy (VT; Feil, 1993). RO involves orientating the people with dementia to time 
and place in a structured manner throughout the day. Different RO interventions 
achieve this in different ways, aiming to reduce anxiety and confusion resulting from 
disorientation. VT attempts to acknowledge emotions without correcting orientation 
errors. RT targets emotions and cognitive deficits. Group RT encourages social 
interactions by reminiscing about past memories that are more accessible, and is 
argued to build self-esteem (Scott & Clare, 2003). Counselling and support may form 
part of the psychologist’s role, for people with dementia and their families, depending 
on the service they work in.
More recent developments tend to employ cognitive stimulation, memory training or 
cognitive rehabilitation. Interventions include relaxation, behavioural management 
and psychoeducational approaches. Cognitive strategies such as reducing cognitive
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load and distraction, plus encouraging memory aids and cues around the home, have 
been applied to group and individual work, and to educating family members (Woods 
& Bird, 1999).
It is possible to adapt psychological therapies for people with dementia, and 
sometimes be conducted through carers (Guss & Hawkins, 2002). Choice of 
intervention depends on the therapist’s conceptualisation. Thompson et al, (1990) 
found Cognitive Behavioural Therapy (CBT; Beck et al, 1979) helpful for people 
with mild-moderate dementia in reducing depression, following diagnosis. CBT for 
groups, individuals and couples has recently been employed to address low mood. 
Psychologists can draw on systemic ideas to consider the influence of the person’s 
system, such as mental-health team, voluntary agencies, culture and social 
environment. It could be argued that systemic ideas are central to dementia care 
(Johnson & McCown, 1997). Further, family therapy might be useful when family 
members are using unhelpful coping strategies and inadvertently increasing 
disabilities.
Indirect work clinical work and consultancy
‘Consultation to people working directly with others, giving advice and support to 
carers, plus supervision of others’ (BPS, 1995 p7).
Advice and interventions for families and caret's
People with different relationships to the person with dementia have different needs. 
Further, cultural and societal norms also influence impact of care-giving on the 
relationship (Gallagher-Thompson et al, 2003). Psychologists can add to awareness 
of carers’ needs, with their understanding of coping, relationships and bereavement, 
and by proposing models such as the Stress Process Model (Pearlin et al, 1990 cited 
in Turner & Street, 1999). This claims that the family’s initial needs are for 
emotional support and diagnosis, ahead of practical help. When devising care 
packages, it is important to understand the carer’s stage of caring, and the context of 
care (Turner & Street, 1999).
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Counselling might be appropriate around the impact of diagnosis, issues of 
independence, of loss (Guss & Hawkins, 2002) and anticipatory grief (Parks and 
Pilisuk, 1991). The psychologist might offer bereavement counselling to address self­
esteem and depression (Turner & street, 1999). Prosch & Hewett (1999) found 
caregivers rated speaking to a professional about the diagnosis, and allocating time for 
questions, to be a helpful, educational experience.
Support groups
Support groups were traditionally run for family and people with dementia, 
separately. Tending to offer discussion, emotional support in addition to education 
and information, they vary in content and structure from informal discussion forums, 
to highly structured training programmes. The majority of support groups are run by 
voluntary organisations and therefore are not routinely part of the psychologist’s role. 
However, psychologists could inform people about, or facilitate such groups.
Whitlatch (1999, cited in Whitlatch, 20Ô1) reports that caregiver depression is 
inversely proportional to the person with dementia’s involvement with care related 
decision-making. Whitlatch (2001) proposes that this results from the carer’s guilt, 
probably due to their deliberately going against their perception of the person with 
dementia’s wishes. For example, they think their relative wants to live at home but 
they are unable to continue caring for them.' Whitlatch (2001) suggests the solution is 
to increase communication between carer and cared-for. Lister & Mackenzie, 
personal communication, 15th July 2004) reported that systemic ideas, such as 
‘transparency’ and ‘working with members of the system concurrently’ increased 
communications. Prosch and Hewett, (1999) found that caregiver education predicted 
resource utilisation. Alongside support groups, psychologists can provide written 
information for families.
Information about benefits and training
The family may benefit from information about benefits and some training in caring 
for someone at home. However, these needs are more commonly addressed by other 
members of the MDT.
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Supervision
Through clinical supervision, and support of less senior colleagues, the psychologist 
can expand their influence, share their understanding and encourage development of 
the profession. Supervision provides an opportunity for both participants to reflect on 
and learn from their experience. It is of potential benefit to clients because it also 
provides the space for reformulation and evaluation of interventions.
Psychological Consultancy.
‘Teaching and training other professionals in psychological aspects of their work, 
staff support and team development, prevention and health promotion, service 
evaluation and research, management support and professional advice in service
planning’ (BPS, 1995, p7).
Since dementias are both medical and psychological phenomena, there are different 
models of understanding them. The medical model generates a ‘disease-cure’ 
approach (Bird, 1999) and advocates medication to ‘treat’ behaviour. Psychologists 
consider the multiple factors that interact and cause behaviour, which provides an 
alternative explanation of behaviour (Bird, 1999), complimenting pharmacological 
interventions. Psychologists can raise awareness within the team of the importance of 
culture and diversity, and are trained to be aware of ethical dilemmas posed in 
assessment and intervention, such as consent and capacity.
Training for staff reduces frustration and increases job satisfaction (Casciani, 2000). 
It is within the role of the psychologist to provide training in understanding dementia 
and management of behavioural changes, for family and carers. Iliffe et al, (1999) 
support the idea that people whose role already involves direct contact with families 
and carers are in a strong position to train other professionals about diagnosis and 
management of dementia.
Psychologists can be influential by occupying managerial positions within trusts (Lee 
et al, 2002). Thus, helping to disseminate psychological ideas throughout the service 
and promote achievement of government standards set in the recent National Service
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Framework for Older People ( DOH, 2001) and NHS plan ( DOH, 1997). Lee et al, 
(2002) suggest that development of effective communication skills between agencies 
and organisations is a crucial requirement for the role of the psychologist at primary, 
secondary and tertiary levels.
Research
Psychology can make a significant contribution to research (Lee et al, 2002). Much 
research involves evaluation and audit, which will be discussed.
Evaluation
To meet clinical governance targets (DOH, 1997), and guide future work (Schulz,
2001) it is necessary to evaluate our contribution. Evaluating services for people with 
progressive cognitive decline poses some unique challenges, which will be discussed.
Evaluative criteria
The BPS (1995) suggests criteria for evaluating interventions with older people, 
although not specifically people with dementia. Some relevant criteria are: ‘reduction 
in severity/ frequency of problem, achievement of goals, acquiring new skills, 
improved participation, improved management of disability, improved co-ordination 
of psychological interventions and improved quality of life’ (pi 2).
The aim of contributions must align with these recommendations, in addition to being 
realistic (Beck, 2001) and clear from the outset, (Zarit and Leitsch 2001) so as to 
inform decisions about outcome measures. Unfortunately, in practice, interventions 
are evaluated using various outcomes.
Outcome is often evaluated by level of orientation, communication, behaviour and life 
satisfaction (Scott & Clare, 2003). If communication is impaired, it is difficult to 
establish if such changes are positive. We cannot assume that changes reflect positive 
outcomes for the person (Hadley et al, 1999). It is useful to evaluate changes in 
terms of quality of life (QoL; Kaplan et al, 1997). Achieving best QoL ought to be 
the goal of any work with people with dementia (Selai & Trimble, 1999). However,
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there is debate around QoL definition, and who prioritises its components 
(Thorgrimsen, 2002). Most of the BPS evaluation criteria form aspects of QoL. 
Lamentably, improving QoL for a person with dementia often has an opposite effect 
on carer’s QoL, raising ethical questions of how to meet both party’s needs.
Measuring outcome
Some different outcome measures are: mood, orientation, communication, behaviour 
and satisfaction measures, which are all assumed to effect QoL. When considering 
interventions for carers, outcome measures also include caregiver burden, marital 
satisfaction and distress (Schulz, 2001). Outcomes have been categorised as proximal 
or distal depending on how removed the outcome is from the intervention (Schulz,
2001). Different ways of measuring change will be discussed.
Service-user involvement
When measuring outcomes, whether proximal or distal, the person with dementia 
ought to be the primary source of information (Selai & Trimble, 1999). However, 
care must be taken to ensure they remember the intervention (Stewart et al, 1996). 
Evaluation is complex because the person with dementia may be unable to 
communicate, or interpret, their internal state (McKee et al, 2002) and therefore 
treatment should legally be decided according to best interests (British Medical 
Association, 2001). Proxy assessments are used, and are shown to converge with 
QoL observational measurements (McKee et al, 2002). Yet, there are inconsistencies 
in the literature about the validity of proxy assessments (Selai & Trimble, 1999), and 
it is possible to involve people with demeiitia in evaluation through observations of 
responses, emotions and behaviour, as in Dementia Care Mapping (Kitwood & 
Bredin, 1992b), or Positive Response Schedules (Hadley et a l, 1999). However, 
these methods are highly time-consuming.
Until recently, priority of outcomes was assumed by professionals, and the 
‘professionals as expert’ model dominated (Nolan et al, 2002). Nolan et al, argue 
that people who the intervention is intended to support, ought to be increasingly 
involved in determining goals. This would be significantly more empowering and
81
Older People Essay
give a more respectful message to the person with dementia about their continuing 
worth. Service-user involvement could be criticised for being open to acquiescence 
(Murphy & Clare, 1995), or the effects of the participant trying to please the assessor.
Significance
There is growing acknowledgement of the importance of qualitative research 
methodologies to the field of clinical psychology (Carradice et al, 2003). Qualitative 
assessments of clinical significance in addition to statistical significance are 
recommended in the evaluation of input for families (Schulz et al, 2002).
Follow-up
It is important to follow-up interventions to ascertain whether and how long benefits 
are maintained (Scott & Clare, 2003). Some authors, such as Ishizaki et al, (2000), 
suggest that due to inevitable decline, positive outcome could be declared if outcome 
measures remain stable. However, this is complicated because the person with 
dementia will not necessarily decline over the course of intervention (Scott & Clare, 
2003). Clare and Woods (2001) suggest that short-term effectiveness is sufficient.
Some methodological issues of evaluating direct work will now be illustrated using 
examples from the literature. A discussion of the consultancy role and the 
contribution of research will follow.
Direct work
Assessment
Assessment is argued to be the heart of good clinical practice because of baseline 
measures and informing clinical interventions, (Casciani, 2000). The skills of the 
neuropsychologist can be extremely helpful in detecting dementias at an early stage 
(Beattie et al, 1999), where a clinical interview may be insufficient. Whilst other 
professionals have experience in assessing cognition, the neuropsychologist has been 
recommended to fulfil this role due to their experience and training in interpretations 
and selection of appropriate batteries (Bucks & Loewenstein, 1999). It imperative 
that the psychologist is sensitive to the person with dementia’s response to
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assessment, and avoids increasing distress .through unnecessary testing. There is a 
lack of age and culturally appropriate normative data for many assessments 
commonly used with older people (La Rue, 1992), and assessments are criticised for 
being dependent on verbal ability. Dependence on language prevents assessment of 
people whose first language is not English.
The psychologist’s role in behavioural assessments is specialist because non­
psychologists do not usually have the depth of understanding of behavioural 
principles, or how to use assessment results to design interventions (Casciani, 2000).
Interventions
Hadley et al, (1999) evaluated staff interactions with people in late stage dementia, 
using the Positive Response Schedule and found an increase in positive responses 
towards the staff member. They concluded that intervention can improve QoL even 
in late stages. Woods (1996) noted changes in cognitive functioning after RO but 
changes in behaviour were less clear.
Spector et al, (2000) criticises studies for assuming increased interaction indicates 
positive change, when it could indicate negative change. The recent Cochrane library 
review (Spector et al, 2000) highlights the need for stricter use of terms for 
interventions if the outcomes are to be compared. This is in keeping with Opie et 
ûf/.,’s meta-analysis (1999) which noted the. challenge of comparing outcomes across 
studies with weak methodologies. For example, Neal and Briggs (1999) found few 
studies that incorporated control treatments.
There is insufficient evidence to determine whether RT is effective for people with 
dementia and thus, it is not possible to generate practice guidelines Spector et al, 
(2000). Morton and Bleathman (1991) suggest that VT is not appropriate for 
everybody with dementia, but again there are no guidelines that suggest how such 
decisions be made. Unfortunately, RT has sometimes distressed people rather than 
help them (Beck, 2001). Although some results show positive trends, none have 
reliably reached significance.
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Family approaches
Similarly, most caregiver research lacks theoretical underpinning (Dilworth- 
Anderson, 2001). Depression is the most frequently studied outcome in caregiver 
intervention studies, ahead of anxiety and other mood assessments (Schulz, et al,
2002), forming part of QoL assessment. Schulz’s meta-analysis of caregiver 
interventions found anxiety, depression, anger and hostility reduced significantly after 
intervention. However, it was not possible to attribute these changes to a particular 
aspect of intervention since the interventions were multi-faceted. Bond (2000) 
suggests that the lack of evidence of successful outcomes from family interventions 
reflects inappropriate outcome measures.
Indirect work
Psychological consultancy and team working
Callahan (1997) proposes that psychologists have an important role in educating other 
professionals about alternatives to pharmacologic interventions. Psychologists have 
already advanced awareness of dementia, offering hope to families and other 
professionals: They spearheaded the person-centred approach and enabled others to 
conceptualise dementia as more than an organic brain disorder, helping to educate 
about the importance of context and social environment to the progression of 
dementia (Clare et al, 2003).
Despite achievements in research and development, there is little evaluation of the 
contribution of psychologists to dementia services. Naturally, the role of the 
psychologist will adapt to fit with the other members of the service in which they are 
working. Evaluating that role might be possible using qualitative or quantitative 
means. For example, teams could hold focus groups and discussions (Richards,
2002), or evaluate their contribution with and without psychologists through 
satisfaction questionnaires (Kingston, 1998) for members of the team and service- 
users. It is argued that psychologists provide a role model for communication, 
problem-solving and crisis management for other team members, and might assist in 
resolving dissatisfaction therein.
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Evaluations of the contribution of psychologists in a consultancy role suggest the role 
is in offering advice to people with dementia and their carers in management of 
cognitive deficits (Beattie et al, 1999). Beattie et al, also highlighting overlap with 
other professionals in facilitation of coping.
Research
Dissemination of information between professionals has enabled development of 
assessment and theoretical understanding of dementia, in turn enabling increasingly 
earlier, accurate diagnosis (Clare et al, 2003). Early diagnosis presents opportunities 
for early intervention and helps maintain function for maximum time. Continued 
research and evaluation of contribution is encouraged to inform decisions about how 
to use the psychologist’s time most efficiently, and advance theoretical and 
neuropsychological knowledge (Wilson, 2000). There is a clear need to tighten 
definitions of interventions used, and to use more homogenous samples, if research 
findings are to be applied to practice (Beck, 2001). It is hoped that the future will 
bring greater understanding of the beneficial aspects of interventions, which will help 
design more effective interventions. However, it may not be possible to achieve 
sufficiently rigorous methodology within dementia interventions.
Qualitative methodologies provide an important contribution to research among 
heterogeneous populations, and could give depth to understanding the subjective 
experience of people with dementia (Carradice et a l, 2003). Opie et al, (1999) 
concluded that single-case design studies were easier to interpret and may be 
preferable to interventions with heterogeneous samples. Case studies are of equal 
importance and validity in disseminating information in this area, and are supported 
as a valuable tool in evaluating interventions (Hadley et al, 1999).
Discussion 
Challenges in evaluation
It is difficult to evaluate efficacy of interventions because the same terms are 
frequently used to refer to different interventions. Further, most studies lack
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methodological rigor, and it is difficult to distinguish attentional affects because 
control groups are rare. It is difficult to decide when to follow-up, and to know 
whether to attribute return to baseline as poor intervention or progression of dementia. 
There are difficulties with generalising findings due to the idiosyncratic nature of the 
dementias (Bird, 1999).
It would be useful for psychologists to prioritise the needs of the family so 
interventions can focus on issues of primary importance. Turner and Street (1999) 
began to address this issue, and found that information, followed by help coping with 
the person with dementia’s memory and behavioural difficulties were most essential 
to family carers. Consequently, the proximal outcome of interventions would be 
presumed to be increased knowledge and increased ability to cope. Distal outcomes 
would link to mood, caregiver burden and coping, are therefore QoL.
It appears that interventions are not evaluating the proximal impact of their 
interventions and instead focussing more on distal consequences, such as QoL. This 
could skew findings if proximal targets are not met, or distal targets are unrealistic 
(Schulz, 2001).
Service implications
In clinical practice, other professionals are beginning to acknowledge that the 
psychologist’s role reaches beyond neuropsychological assessment (Bird, 1999). 
However, it is important to encourage this understanding through joint work (Lee et 
al, 2002). The growing contribution to memory clinics provides an opportunity for 
collaboration with other dementia specialists. Despite lack of empirical support, we 
continue to employ psychological interventions (Bird, 1999), which contravene 
government guidelines. It is crucial that a means of evaluating our contribution is 
established. It is vital that the impact of outcome assessments on clients is considered 
to avoid negatively impacting on their QoL.
This essay did not consider the impact of learning disabilities or mental health issues 
on a person with dementia. However, this will occur in clinical practice, about which 
psychologists will be consulted.
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Future interventions
Psychologists might be able to offer family education in accessible forms such as over 
the internet, in various languages (Beck, 2001). This could meet carers’ needs despite 
limited resources. As medical research develops, the role of the psychologist in 
genetic counselling will become more prevalent (Smith, 1996). Research in the 
Netherlands is attempting to establish the point at which euthanasia is acceptable for 
people with dementia, and it is possible that the UK will follow resulting policies in 
future years (Whitehouse, 1999). Thus, measuring QoL in late stage dementia will 
increase in importance (Cohen, 2001).
Future research
Attempts have been made to evaluate psychology’s contribution, but they have 
generated ambiguous results (Nolan et al, ' 2002). Therefore, opportunities for 
research are significant, especially in developing guidelines for practice (Bird, 1999). 
New, culturally valid and widely accepted outcome measures are required (Clare & 
Woods, 2001). It would also be appropriate to explore self-report evaluation tools at 
different stages of dementia (Stewart et al, 1996), and to develop outcomes relevant 
to family, carer and person with dementia equally (Thompson & Briggs, 2000).
There has been a lack of research into developing family interventions for ethnically 
diverse families (Gallahger-Thompson et al, 2003), despite being one of the most 
rapidly increasing populations. Therefore psychologists must give this work 
increasing priority. Achieving PCC is impossible if professionals lack some 
understanding about diversity (Kittwood, 1997). There is scope to explore the 
influence of psychological factors, such as spirituality (Beck, 2001), on onset and 
progression of the dementias.
Conclusion
This essay has outlined ways in which psychologists contribute to services for people 
with dementia, and techniques for evaluating this contribution. In considering the 
psychologist’s role, it is clear that psychologists are attempting to meet BPS (1995) 
objectives to reduce impact and psychological distress of the dementias. Despite this,
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there is little evidence for interventions, probably due to the methodological 
complications of evaluating interventions for people with complex difficulties 
(Carradice et al, 2003).
The psychologist’s knowledge in education, research and clinical practice provides a 
valuable foundation for helping services meet the government’s drive for evidence- 
based practice (Heamshaw & Robertson, 1998). The psychologist must strive to 
encourage research and audit both quantitatively and qualitatively, whilst encouraging 
personal reflection. Research and theory in services for people with dementia and 
their families is developing, and much work remains exploratory (Clare & Woods, 
2001).
Psychologists should hold a core position within MDTs because they have a role at 
every level of dementia care (Guss & Hawkins, 2002). This role overlaps with some 
other team members but is arguably distinct because it is multidimensional, and the 
psychologist has capacity to draw on and integrate different models, so creating 
innovative interventions to suit individual needs, especially important when working 
with complex cases (Bird, 1999). It is important to acknowledge the limitations of 
our role, and that the role should continue to complement the service because team 
work is crucial for professional and personal support (Beattie et al, 1999). When 
resources are stretched, the best use of services is in consultation and advisory 
capacities (BPS, 1995). It remains important to ensure managers are kept informed of 
when psychological input would have been helpful, resources permitting.
Unfortunately, there is currently no means of halting the dementing process. 
Therefore, as psychologists, we are not able to reassure families and people with a 
dementia diagnosis of a healthy future. However, our contribution is significant in 
providing support with emotional pain of diagnosis, for normalising fear and enabling 
carers to work alongside people with dementia with greater knowledge, understanding 
and job satisfaction. We have a significant role in educating others to reduce ageism 
and nihilism about the help that is available. Although there have been attempts at 
audit and evaluation, work is on-going. Psychologists are ideally placed to contribute 
through direct work, consultancy and research to this worthy and growing area.
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Clinical Section
This section contains summaries of clinical experience gained from placements during 
the three years.
This section also contains summaries of the five case reports written for each core 
placement and for the first specialist (neuropsychology) placement. The full case 
reports, and full records of clinical activity, are submitted in Volume Two of this 
portfolio. Volume Two also contains placement contracts and evaluations.
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Adult Mental Health
Setting This placement was split between a primary care service (2 days) and a 
tertiary service (!4 day). Based in the Horizon Centre, Guildford
Supervisors Dr Linda Cooke and Dr Anton Kruger
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Models used
The main model used in this placement was cognitive behavioural therapy 
Clinical Experience
I conducted joint assessment with one supervisor, with whom I also co-facilitated an 
anxiety management group. I co-facilitated a ‘coping with loss’ group with an 
occupational therapist using an integrative model. I observed supervisors’ assessment 
and intervention sessions and observed family therapy session as part of the reflecting 
team. I met clients from Britain, Iran, Shrilanka and Sweden. Ages ranged from 16-
Other experiences included the following:
■ Participated in ward rounds at the tertiary service
■ attended the monthly specialist psychology department meetings where people
presented on various topics
■ Attended an in-house teaching session about CBT.
■ During the induction week, I met with the team psychotherapist,
neuropsychologist and family therapist to discuss their roles.
Presentations, training and research
During this placement I carried out my service related research project. This was 
based in the tertiary service and involved a review of the psychology referral process.
I gave a presentation about the ‘use of groups as a short intervention’ to the 
psychology department. I also presented the outline of my research to a focus group 
of participants.
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Presenting problems included the following:
■ obsessive-compulsive disorder,
■ anxiety,
■ depression,
■ health-anxiety
■ self-harm,
■ anger
■ Panic.
■ bereavement
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Setting
Supervisor
People with Learning Disabilities
A community learning disabilities team, Dorking 
Dr Carol Hagland (formerly Sellars)
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Models Used
The main models used were behavioural, cognitive-behavioural and systemic.
Clinical Experience
During this placement, I ran a communication group with a fellow trainee. I worked 
with five clients individually for intervention, and conducted joint assessments with 
two clients. For these assessments, I worked with my supervisor and an occupational 
therapist. I carried out three extended assessments and two dementia assessments. I 
worked with teams of residential staff to co-ordinate behavioural interventions. 
Clients were predominantly from Britain and South Africa and ages ranged from 6 -  
62. Presenting problems included the following:
■ Autism . ■ Dementia
■ Asperger’s syndrome ■ Down’s syndrome
■ Anxiety ■ Challenging behaviour
Other experiences included the following:
■ Visit to local services including residential homes and day centres.
■ I shadowed the child nurse specialist on home visits for a day
■ Participated in the team Away Day
■ Attended various training events including Child Health Promotion Update, 
covering autism and risk management; diversity workshop; learning disability 
special interest group.
Presentations and Training
A colleague and I gave a presentation about dual diagnosis of learning disability and 
mental health problems and the use of relapse prevention strategies. This was 
presented to staff at a residential home.
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Setting
Supervisor
Child and Family
This placement was based with one of two psychologists in a tier three, 
inter-agency child and family service, Heme Bay.
Dr Hermann Huber
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Models Used
The main models were behavioural and cognitive-behavioural. I used a systemic 
model to work with one family incorporating narrative and solution-focussed ideas. 
The service held regular case discussions, which used predominantly solution- 
focussed ideas. I shadowed a clinical psychologist who used a psychodynamic model.
Clinical Experience
I ran a fortnightly parents support group with a social work assistant. I worked jointly 
with a social worker to conduct a family-based intervention and three joint 
assessments. I carried out interventions with six children, and carried out assessments 
with nine. Assessments involved standardised tools (i.e. WAIS-III and WISC-III) in 
addition to interviews with the child, their parents and school. I was able to observe 
my supervisor and another clinical psychologist’s assessments. Children were aged 3- 
15 and predominately from white British families. Presenting problems included:
■ Aggression ■ loss,
■ school refusal ■ ADHD,
■ Trauma ■ Eating disorder
Other experiences included:
■ Attended various training days; Family Violence and effects on children; 
depression in adolescents; making connections with families; child protection.
■ Shadowed a social worker for the day and attended a Child in Need meeting
■ Participated in communications group for pre-school children
Presentations and Training
I presented my experience as a trainee in the service, at the county-wide psychology 
meeting. This was a joint presentation with a fellow trainee. The presentation 
addressed vicarious traumatisation and the importance of supervision.
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Setting
Supervisor
Older People
Community Mental Health Team for the elderly, Guildford 
Mrs Diana Chanfreau
1 2 0
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Models
The main model was Interpersonal Therapy and Cognitive Behavioural Therapy 
Clinical Experience
During the placement I ran a ‘coping with forgetfulness’ group with a fellow trainee. 
I conducted cognitive assessment with four clients, and intervention with six clients. 
Clients’ ages ranged from 55 -  84, and were predominately from white British 
backgrounds. Presenting problems included the following:
■ Memory difficulties and dementia ■ Bereavement
■ Relationship difficulties ■ Irritable bowel syndrome
■ Agoraphobia ■ Food refusal
■ Anxiety and panic ■ Depression
Other experiences I gained included:
■ Visiting different local services for older people, including residential homes, 
the Alzheimer's Society, an in-patient unit, day hospitals and another CMHT
■ I shadowed a psychiatrist, psychiatric liaison nurse and attended monthly 
memory clinics.
■ Attended PSIGE day with speakers about dementia care (person-centred) and 
Diogenes syndrome
■ Attended CMHT team meetings and monthly psychology meetings where a 
member of the team presented.
■ Attended a 1-day conference about using systemic models with older people.
Presentations
I led two staff training sessions about psychological aspects of assessment, and 
solution-focussed approaches. I also fed back to the psychology team about a 
systemic conference I attended.
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Setting
Supervisors
Specialist placement (Neuropsychology)
The placement was based on an in-patient ward for people with 
profound brain injury, The Royal Hospital for Neuro-Disability
Dr Matthew Hughes and Professor Graham Beaumont
1 2 2
Summary o f Clinical Experience
Models. The service understood presenting problems in terms of neuropsychological 
profile. The main therapeutic models were cognitive behavioural, and behavioural. 
Interventions were informed by systemic ideas of working with teams and families.
Clinical Experience. Within the multi-disciplinary team many sessions were joint. I 
jointly ran an orientation and discussion group. I conducted: 5 assessments, using 
standardised and non-standardised neuropsychological tools; three interventions; 
observed 5 sessions. Patients were from Britain, the Caribbean and India and aged 
ranged from 2 4 -6 3 .
Presenting problems included:
■ Anxiety and depression
■ Disinhibition and impulsivity
■ Family distress
Other experiences included the following:
■ Researched, designed and compiled an information folder for families
■ Participated in working party discussions around team dynamics.
■ Attended the British Neuropsychology .Society conference
■ Attended psychology meetings where a member of the team presented. 
Presentations included ‘frontal lobe seizures’ and ‘goal attainment scaling’.
■ Participated in multidisciplinary review meetings and family meetings and 
discharge planning meetings.
Research Experience. During this placement I collected data for my Major Research 
Project. The research topic about family members’ experience of brain injury 
services was complimentary to the placement. I also attended two research seminars 
about ‘disconnection syndrome’ and ‘language assessment’.
Presentations and Training. I led two staff training sessions; one was primarily 
educational about brain anatomy and behavioural sequelae of brain injury. During the 
other session, I facilitated discussion and around working with families of brain 
injured people.
■ Locked-in syndrome
■ Disorientation and amnesia
■ • Behavioural and communicative issues
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Setting
Supervisor
Split specialist placement(older people)
This placement was part of a split placement between a day hospital 
for older people (VA days) and an adult family therapy service (1 day).
The older people placement was based at Haslemere Community 
Hospital, and the local day hospitals (Milford, Cranleigh, Guildford, 
and Famham)
Dr Ian Kneebone
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Model The main model was Rational Emotive Behaviour Therapy and
Cognitive Behaviour Therapy
Clinical Experience
During this placement I conducted cognitive assessment with two clients. I conducted 
assessment for therapy interviews and intervention with five older people. I also 
worked with a husband and wife to develop compensatory strategies for deteriorating 
memory. Ages ranged from 6 3 -9 1 . All clients were white British.
Presenting problems included:
■ Anxiety ■ Dementia screening
■ Depression ■ Assessment of care-giver burden
■ Fear of falling ■ Cognitive assessment of motor neurone disease
Other experiences included the following:
■ Attended series of training sessions to use the SCID (Structured Clinical 
Interview for the DSM-IV)
■ Attended presentations by other clinicians about their current research and 
audit activities
Research experiences
For V2 day per week, I conducted a small scale project. The aim of this project was to 
evaluate the current outcome measures used and identify potential outcome measures 
that would be practical and sensitive to clinical change in physical rehabilitation day 
hospitals for older people. This required interviewing day hospital staff, conducting a 
literature search and facilitating a pilot of a measure. The project report was 
presented at the team meeting.
Presentations and consultancy
The small scale project (described above) was presented to the psychology 
department and day hospital staff at different stages.
Joint supervision required that I present a case for joint discussion on a monthly basis.
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Split specialist placement (family therapy)
Setting This placement was part of a split placement between a day hospital 
for older people (VA days) and an adult family therapy service (1 day).
The family therapy placement was based with the family therapy team 
at 25 Erleigh Road, Reading.
Supervisor Dr Arlene Vetere
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Model. Systemic 
Clinical Experience
During this placement I worked with nine families. I worked jointly with a colleague 
with each family. I was lead therapist for. four families and in-room consultant for 
five families. Ages ranged from 25 -  78. Clients were predominantly white British 
although other ethnicities included Black Caribbean and mixed white and Asian. I 
had the opportunity to work with heterosexual couples, a gay couple, a mother and 
son, and the different generations of a larger family system.
All clients were referred for relational problems. Additional presenting problems 
included:
■ Alcohol and drug misuse;
■ Anxiety;
■ Depression;
■ Agoraphobia.
Presentations, Consultancy and research
During this placement I had the opportunity to provide systemic consultation to a 
local eating disorders team, a long-stay psychiatric ward and an adult mental health 
team. Since the placement was only one day each week, there were no opportunities 
for presentation or research. However, we do plan to collaboratively write a short 
article which reflects on the differences between systemic and other models of 
working.
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In the following summaries, names and identifying information has been changed to 
preserve anonymity.
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Adult mental health case report summary
Cognitive behavioural assessment and management o f anger difficulties 
fo r a 24-year-old woman.
Referral
Ellie is a white British, 24-year old lady. She was referred by her GP with problems 
controlling her temper. This began as a child and currently Ellie would like help 
understanding and managing her anger.
Presenting problem
Ellie finds it especially difficult to manage her anger in her relationship with her 
parents and with her work colleagues. She swears and shouts, after which she feels 
guilty, ashamed and frustrated.
Assessment
Assessment took place over two sessions and was informed by self-report 
questionnaires and self-monitoring diaries. Ellie described herself as an angry and 
violent child, for which she and her parents blame herself. She was more vulnerable 
to anger when she felt criticised or tired, and less likely when she is with friends. She 
has been successfully treated for panic on two occasions. She is currently managing 
anger using breathing techniques and Fluoxetine.
Mood was investigated using the CORE (Clinical Outcomes in Routine Evaluation), 
the EADS (Hospital Anxiety and Depression Scale) and the Novaco Anger Inventory. 
The strongest triggers for anger are other people’s inconsiderate behaviour.
Formulation
Elbe’s anger was formulated within a cognitive behavioural model.
During childhood, it is possible that Ellie learned to use anger to cope with negative 
arousal; a coping strategy that her parents also use. The precipitating factor was her 
partner’s recent death, which led her to re-evaluate her own life and aspire to a more 
positive relationship with her parents and work colleagues. Her anger is maintained
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by attribution errors, hypervigilance to criticism and use of unhelpful anger 
management skills.
Intervention
Ellie attended six of the available nine sessions. Novaco’s (1977) cognitive 
behavioural model of anger was used as the main treatment model. Cognitive 
techniques, including socratic questioning and guided discovery, were used to identify 
and challenge expectations and appraisal of trigger situations. Progressive relaxation 
and physical exercise were suggested as prophylaxis. Ellie reported increased self- 
confidence and found exercise to be a helpful distraction from rumination. 
Psychoeducation was employed to identify Elbe’s anger cycle and the triggers for 
anger. She was provided with reading material about anger and about anxiety, using a 
cognitive-behavioural model.
Outcome
Overall, this intervention was successful in reducing anger, conflict and associated 
anxiety. Ellie demonstrated cognitive change around her appraisal of events and 
reduced expectation of criticism from other people. Hospital Depression and Anxiety 
scale score reduced from 16 (assessment), to 8 (discharge). Similarly, the Novaco 
Anger Inventory reduced from ‘high’ to ‘moderate’. She no longer became angry in 
sessions, and said she found the sessions supportive.
Reformulation
In addition to the initial formulation, Ellie revealed she was ‘mind reading’ about 
people’s evaluation of her. Her anger could be viewed as a strategy for coping with 
social anxiety.
Evaluation
Ellie did not regularly complete her anger diaries, which limited the degree to which 
anger triggers were understood. By emphasising the importance of these diaries, Ellie 
may have felt more encouraged to complete them. However, the intervention was 
successful in reducing anger and it is hoped that Ellie will continue using self-help 
texts and new skills to make further gains.
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People with learning disabilities case report summary
Extended assessment o f a 45-year old lady with Downs Syndrome 
and challenging behaviour
Referral
Naomi lives in a residential home for people with learning disabilities and visual 
impairments. She has a severe learning disability and lost her vision when she was 19 
years old. Naomi was referred to the community team because of an increase in 
behavioural disturbance.
Presenting problem
Naomi has a long standing history of behavioural disturbance, including self-injurious 
behaviour and stripping. Subsequent to a recent reduction in medication, she began to 
inappropriately strip more frequently, which occasionally escalated to banging her 
head against the floor. Despite reinstating her reduced medication, Naomi continued 
to be agitated, she also demonstrated new behaviours of climbing into the toilet bowl 
or up onto furniture. Behaviours were an obstacle to daytime activities.
Initial Assessment
It was not possible to interview Naomi because of her poor language. Therefore, 
assessment interviews with staff were conducted. Observations of Naomi at home 
and at the day centre were conducted. Assessment covered personal history, 
medication, sleep, new behaviour, risk and çurrent guidelines. This revealed that 
Naomi usually sleeps well but there were two recent episodes of nocturnal agitation. 
Current guidelines for management of stripping suggest it is maintained by attention 
and therefore, it is to be ignored. If she continues, she is taken to her room.
Hypotheses
Initial hypotheses that might account for Naomi’s behaviour are outlined. 
Predisposing factors to this behaviour include a limited verbal repertoire and several 
years of living in an institution with low staffing levels. Her behaviour was not new, 
but had escalated since medication was reduced.
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Stripping was hypothesised to be communicating displeasure; a means of seeking 
help; or self-stimulation. Stripping might be maintained by the pleasurable sensation 
of clothes moving against skin or it could also be reinforced by social contact. Naomi 
appeared to enjoy social interaction, but her stripping restricted her activities and 
interactions. Another hypothesis was the development of Alzheimer's dementia, 
because Naomi has a diagnosis of Down’s syndrome, and demonstrated new, unusual 
behaviours and nocturnal agitation. Finally, the reduced medication is an anti­
psychotic and its reduction may have triggered psychotic relapse.
Investigations
Assessment was extended to explore the numerous hypotheses. Assessment focussed 
on stripping, since this was most disruptive. The ‘Hampshire Assessment of Living 
with Others’ was used to measure a baseline level of functional skills. Additionally, 
staff were asked if they noticed any reduction in functional skills. The Willis & 
LaVigna aide to functional analysis was conducted. Observations at the day-centre 
and residential home, plus communication,’ABC and mood charts contributed to the 
assessment. Additional information was gathered from correspondence and 
assessments, interviews with staff and Naomi’s mother, and a Speech Therapy report.
Formulation
Naomi formed an insecure attachment with her primary care-giver. She moved into 
an institution, where she learned to obtain attention and assistance with stripping. She 
continues to use stripping to communicate a need. Despite frequent failures to 
communicate, she perseveres in a cheerful arid sociable manner. This is protective 
because it invites positive social interaction with staff. However, it is an intermittent 
reinforcement schedule. A hierarchy of behaviours was identified, highlighting 
behaviours that occur before stripping. Reduced daytime activities and current 
guidelines to ignore behaviour are persévérants to stripping.
Outcome
Assessment provided recommendations for intervention and the dementia hypothesis 
was discarded. Recommendations included increasing activities to reduce boredom, 
and suggestions as to how to respond consistently to Naomi’s stripping behaviour.
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Child and family case report summary
A family-based intervention for a nine-year old girl with behavioural problems
Referral
Amelia was referred to the multi-agency team by Social Services. This was the result 
of long standing behavioural problems including angry and defiant behaviour at 
school.
Presenting problem
Amelia is a nine year old white British girl, who lives with her mother, younger 
brother and step-father. She was verbally and physically abusive towards people and 
objects. She has temper tantrums before and after school, and also at weekends. Her 
younger brother, Charlie, has begun to demonstrate similar tantrums.
Assessment
A systemic approach was taken to assessment, which incorporated circular questions 
and being curious about the family situation-. The assessment focussed on each family 
member’s definition of the problem and its exceptions. Assessment explored the 
frequency of tantrums, and the responses of each family member to each other’s 
behaviour and in response to Amelia’s behaviour. The parents were asked to rate the 
issues they would like to change on a scale of 1-10, as they are now and as they would 
like them to be.
Tantrums began when Charlie was bom. They are now usually triggered by a request 
to do something. Amelia was sexually abused whilst in the care of her biological 
father and was placed on the Child Protection Register. Amelia’s mother feels guilty 
that she was unable to protect her daughter, and believes the abuse is the underlying 
cause of behavioural disturbance.
There are occasions when the family do not argue. These tend to be when the 
children are in bed or when they are doing something together, like watching a film.
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Initial Formulation
Amelia’s behaviour was formulated within an integrative model of family therapy. 
The family context is complicated by financial strain and the step-father’s physical 
illness. Both parents had difficult upbringings and developed an insecure attachment 
style. They also developed strong, yet often opposing, beliefs about parenting. All 
family members were hypervigilant to criticism.
Arguments are triggered when Amelia feels'treated unfairly. When she is asked to do 
something, she understands this as criticism. When Amelia perceives her step-father 
as less critical of her, she behaves more warmly towards him, which helps him be 
more accepting of her. Her mother is then able to relax, and is more available to her 
son. When Amelia feels accepted by her step-father she is not irritated by her 
mother’s positive attention towards her brother, and does not cause an argument that 
would otherwise trigger criticism from her step-father.
Intervention
The family were seen together to focus on the relationship between Amelia and her 
step-father. Sessions included construction of a genogram, group tasks and 
development of ‘house rules’. The parents also attended sessions to focus on 
increasing consistency between their expectations of the children’s behaviour. 
Sessions incorporated solution-focussed and narrative ideas. Amelia’s mother found 
it helpful to explore the impact of her behaviour on her daughter. This offered a new 
explanation for behavioural disturbance in place of the abuse.
Outcome
The work offered new ways of communicating and an understanding of triggers for 
tantrums. Amelia ceased to be physically aggressive, and the frequency and intensity 
of verbal aggression was reduced. Her mother reported spending less time arguing, 
and there was increased positive interaction between family members.
Evaluation
Although all issues were not resolved, the work together had a positive impact on 
family functioning and the parents talked about feeling more able to cope.
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Older people case report summary
Neuropsychological assessment with a 55-year old man to aid diagnosis o f 
suspected early-onset dementia
Referral
John was referred to the older people service by his GP because he reported 
increasing memory problems, which he first noticed four years ago. John is a 55 year 
old, white British man. He is left handed and has no history of head trauma.
Presenting problem
John reported difficulties recalling people’s names, dates and keeping track of time. 
These memory difficulties developed gradually over a period of four years, and it was 
necessary for him to end his career. John now works in a very structured 
environment, sorting mail, which he enjoys. His wife expressed some irritation with 
his mistakes and forgetfulness, although they use a calendar, note book and alarm 
clock as compensatory strategies. She acknowledged the financial implications of the 
job change.
Previous assessment
A neuropsychologist conducted a cognitive assessment and concluded that memory 
difficulties are secondary to depressed mood. He was treated with stress management 
sessions and medication.
Hypotheses
The original explanation of John’s difficulties was that they resulted from depression, 
which could be ongoing and explain his continuing memory difficulties. Alternative 
explanations of memory difficulties included early onset Alzheimer’s disease, a 
frontal lobe dementia or an ischaemic vascular dementia. The latter was hypothesised 
because John was diagnosed with hypertension two years prior to the onset of 
memory difficulties.
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Investigations
Neuropsychological assessments of memory (Recognition Memory Test), general 
intelligence (WAIS-III), executive skills (Behavioural Assessment of Dysexecutive 
Syndrome, cognitive estimates test and a test of verbal fluency), perception (Visual 
Object Space Perception battery) and mood (Beck Depression Inventory) were 
conducted. I also interviewed John and his wife, and consulted medical notes and 
scans.
During assessment, John did not present- as obviously disinhibited in speech or 
behaviour and was able to explain his difficulties eloquently. However, he did not 
initiate conversation and would often stray from the topic once he began to speak. 
John did not appear concerned about his memory difficulties.
Formulation
Assessment results were inconsistent with the depression hypothesis and John’s 
presentation was most suggestive of a cortical condition. There was a general 
reduction in higher order executive functioning, especially planning and working 
memory. His profile was most consistent with a dementia of the frontal type. 
However, aspects of the profile were consistent with Alzheimer's disease or ischaemic 
vascular dementia. Therefore, it was only possible to conclude that John has a 
progressive deficit in working memory. This information was shared with John and 
his wife.
Recommendations
It was recommended that John and his wife continue to use their current 
compensatory strategies. It was also recommended that he make people aware of how 
the strategies help, and that he has memory problems. It was not possible to predict 
the rate of deterioration and therefore, further assessment was recommended in six 
months. It was suggested that John’s wife would benefit from counselling and 
education about degenerative diseases in the future, although she did not want this 
immediately.
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Specialist placement (neuropsychology) case report summary
The process o f assessment and anxiety management with a 63-year old lady 
on a brain injury rehabilitation ward.
Presenting problem
Mary-Jane is a white, Irish lady who was admitted to a brain injury hospital following 
a major stroke. Prior to this she was in an acute medical hospital. She was previously 
an anxious lady and reported an abusive marital relationship. Subsequent to the 
stroke she had many cognitive difficulties, which appeared to be exacerbated by 
anxiety.
Assessment
I conducted a biopsychosocial assessment incorporating physical, psychological and 
social factors. This was done using clinical interview to compliment 
neuropsychological assessment.
Findings
Mary-Jane married 43 years ago and she has four children and six grandchildren. 
Prior to her stroke, she coped with her marital disagreements by leaving home to stay 
with relatives. She described herself as a ‘worrier’. She has a history of anxiety and 
depression, for which she received medication.
Mary-Jane currently is unable to walk or move her left arm. She has a history of 
emphysema, hypertension and digestive illnesses.
Mary-Jane presented as distractible and impulsive. She would often talk on a tangent 
and it was difficult to refocus her to task. She was frequently distressed and 
disoriented; she believed nurses were moving her between wards during the night. 
She frequently sought reassurance from staff. This was usually in relation to a 
missing belonging, concern about family, health or breathing distress. Mary-Jane was 
experiencing left-sided visual neglect and therefore ‘missing’ items were often found 
on her left-hand side.
137
Case Report Summaries
Formulation
Mary-Jane’s difficulties were formulated within a biopsychosocial model. Mary-Jane 
has a long-standing history of anxiety, which is exacerbated by her injury and lack of 
control over her environment. Cognitive impairments might increase Mary-Jane’s 
difficulties by making it harder for her to make sense of her environment and problem 
solve or find rationale explanations for events. Anxiety further reduces Mary-Jane’s 
ability to encode new information because it impacts on availability of working 
memory.
Core beliefs about her physical health and the safety of her family or belongings are 
triggered by disorientation or visual neglect. Anxiety causes changes in breathing, 
which triggers her negative automatic thought that she is about to stop breathing. She 
is unable to inhibit the flow of negative automatic thoughts because of her executive 
deficits.
Mary-Jane’s family were supportive of her recovery, and she was determined to make 
a full recovery.
Intervention
Cognitive behavioural techniques were used to address anxiety, and adaptations to 
accommodate cognitive deficits were made where possible. Relaxation and positive 
event scheduling were incorporated to address anxiety and low mood. Compensatory 
strategies were suggested to address orientation, perceptual and memory deficits, 
which were also implicated in anxiety.
Outcome
The effectiveness of CBT was limited due to executive deficits. However, orientation 
and perceptual strategies were effective. Positive event scheduling heightened mood.
It was recommended that future interventions include suggestions for how family 
members might help Mary-Jane manage her anxiety. Additionally, education about 
the relationship between executive skills and behaviour was recommended for Mary- 
Jane and for her family.
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This section contains the Service Related Research Project, conducted in Year one 
during the Adult Mental Health placement. It also contains the Major Research 
Project, conducted during Years two and three! The research log book is the final 
assignment, recorded during the three years
Identifying information has been changed to maintain anonymity of services, 
professionals and participants who contributed to these projects
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Service Related Research Project
The redesign and evaluation of a referral form for a tertiary psychology service.
June 2003 
Year 1
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Abstract
Title. Redesign and evaluation of a referral form for a tertiary psychology service. 
Objective. To redesign the format of a referral form so it is more comprehensive and 
structured. The project also aims to clarify which information is important in the 
referral. Design. A cross-sectional survey. Setting. NHS in-patient psychiatric 
ward, and tertiary psychology service. Participants. Seven senior house officers 
(SHOs), who make referrals from the ward to the psychology service. Main outcome 
measures. One self-designed questionnaire, which compares attitudes towards the 
old referral form (ORF), with attitudes towards the new referral form (NRF). 
Questionnaire also looks at comprehensiveness, structure, time to complete and 
likelihood of forgetting information. Results. Although SHOs thought the new form 
was slightly too long, their attitudes were more positive towards it, compared with the 
old form. SHOs found the new form more comprehensive and more structured than 
the old form. SHOs thought they would be less likely to forget important information 
when completing the new form, compared to the old form. Information regarding 
risk, diagnosis, psychiatric history, expectations of referral and patient details were all 
important in the referral. Medical information was considered less important. 
Conclusion. The psychologist and the referrers preferred the NRF. The results are 
discussed in relation to the service and considerations for the future.
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Introduction
The referral process is central to patient management within the NHS. Although 
frequently seen as an administrative encumbrance (Bysinger, Carli & O’Connor, 
2000), the information content of referral is vital to communication of clinician’s 
expectations, which impacts upon quality of patient care (Newton, Eccles & 
Hutchinson, 1992; Shah & Pullen, 1995). Effective communication at referral may 
help to obtain the goals of reduced waiting times and improved quality of care, 
specified in the recent NHS plan (Department of Health, 2000). Other literature 
suggests that reducing complications of referral systems could reduce waiting times 
(Whitehead & Gillott, 1997). For example, through reduction of time spent assessing 
inappropriate referrals (Grimshaw et al., 1999)
Often clinicians are dissatisfied with their referral systems (Newton et al, 1992; 
Keulen, 1998). This was the situation regarding referral to a tertiary psychology 
service from an NHS in-patient psychiatric ward. This referral process is the topic of 
this project. The long-standing system involved one consultant clinical psychologist 
(the psychologist), to whom referrals were made. The thirty-five-bed ward, from 
which the psychologist received approximately four referrals a month, served four 
community mental health teams in Surrey. Most patients were offered Cognitive 
Behaviour Therapy (CBT). Senior house officers (SHOs) are placed with this service 
for six months as part of their training. The psychologist trained the SHOs in using 
CBT. These SHOs were solely responsible for making referrals to the psychologist 
from the ward.
The old referral form (ORF -  see appendix one) would be completed and posted to 
the psychologist. This form consisted of a section for demographic information, an 
open-ended question about reason for referral, plus questions about medication, 
diagnosis and risk. There were two yes/no questions about why psychology advice is 
sought. The psychologist was dissatisfied with this system for a number of reasons. 
Primarily, the form had no clear format, and sometimes information was insufficient, 
unnecessary or ambiguous. Additionally, forms were hand-written and sometimes 
illegible. Consequently, time was spent requesting clarification from referrers, which
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delayed the referral process. Furthermore, the form did not include an adequate risk 
assessment. To improve this would be in line with Clinical Governance targets 
(Scally & Donaldson, 1998). Open-ended questions can generate too much 
information, or fail to include important information (Whitehead & Gillott, 1997).
These complaints are not uncommon and have been commented upon by other 
authors (Kleuen, 1998). Research shows clinicians value certain information in 
referrals, much of which was not directly requested in the ORF. For example, referral 
information can be categorised as; patient details, reason for referral, medication and 
risk. Within these categories numerous pieces of information are recommended (table 
1). Some information may be irrelevant to this service. However, in streamlining the 
referral process, the form was redesigned to include structured sections for all 
recommended information.
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Patient details Risk Reason for referral Medication
Name* Self harm1
Date o f referral*
Current medication*
Age* Harm to others1 Reason for referral* Drug intolerances*
Sex* Aggression2 Current problems1 Previous treatment*
Date of birth* Suicide2 Duration of problems1
Postcode*
Referrer’s expectations1
Phone number* Did patient request 
referral?1
NHS number* Psychiatric history1
Patient
expectations*
Patient’s emotional 
distress1
Access to service1 Associated life 
problems1
Social support1 Patient willingness to 
change1
Psychological
mindedness1
Diagnosis2
Relative’s phone 
number2
GP details3
Referrer3
Table 1: Details recommended in a referral form. Taken from Reid, Coupar & Riley 
(1998)1; Spiessl, Cording & Klein (2001)2, Claxton & Turner (1997)3, Newton, Eccles 
& Hutchinson (1992)*.
Provision of more structure for SHOs' should generate more comprehensive 
information for the psychology service, and avoid inclusion of inappropriate 
information. A structured form will be quicker for the psychologist to extract 
information from (Kleuen, 1998). Before circulating the redesigned form, opinions of
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SHOs were sought. Their comments were considered when finalising changes to the 
form.
The aim of this project was to redesign the referral form (NRF) so it is more 
structured, and then to evaluate SHOs’ attitudes towards the NRF compared to the 
ORF. The project also aimed to identify which information is deemed necessary in 
this referral form.
By redesigning this form and increasing its structure, it was hypothesised that:
1. It would be clearer to SHOs where to enter information onto the NRF, compared to 
the ORF.
2. SHOs would be less likely to forget important information when completing the 
NRF, compared to the ORF.
3. Attitudes of SHOs would be more positive toward the NRF, compared to the ORF. 
This assumes that SHOs find a structured form helpful.
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Method 
Design
Cross-sectional survey using questionnaires to evaluate attitudes to the NRF 
compared to the ORF.
Participants
Seven SHOs who had recently begun their psychiatry training, and had not yet taken 
their part-one exams. These are the only clinicians who complete the referral form.
Gender 2 males, 5 females
Age Range 2 4 -3 0  (mean 27; SD 2)
Nationality 2 British
2 South African
2 Indian
1 French
Table 2: Demographic information of SHOs 
Materials
Referral form
The trainee structured the NRF based on the format of the ORF (appendix 1 and 2). 
Content was taken from the literature (table 1) and from discussion with the 
psychologist. Some items from the literature were not added because the psychologist 
thought they were irrelevant. Once the psychologist was satisfied with the content 
and structure, opinions of the SHOs were sought.
Questionnaire
There were no available questionnaires designed to compare two referral forms. 
Therefore a new questionnaire was designed by the trainee (appendix 4), which could 
not be validated against similar questionnaires.
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The questionnaire was designed using standardised procedures Five-point Likert 
scales were chosen to measure attitudes (Molenaar, 1982, cited in Foddy, 1995; 
Barker, Pistrang & Elliot, 2002). Scales were anchored from negative to positive, 
and it was expected that the whole continuum would be used. An attempt was made 
to keep questions brief, and avoid complicated language, or double negatives (Barker 
et al., 2002). The questionnaire began with a straightforward task, as recommended 
by Dillman (2000). The first questions ensured SHOs looked through each form 
thoroughly before responding.
The questionnaire compares the forms on structure, content, format, length, likelihood 
of forgetting information, and overall preference for the NRF or ORF. There were 
either one or two questions for each content area, and five questions for SHOs to 
suggest improvements.
Procedure
To maximise responses, SHOs were met personally at the beginning of a teaching 
session. The psychologist had planned. his teaching to allow time for the 
questionnaires. He introduced the trainee, who explained the aims of the NRF, and 
asked SHOs to complete the questionnaire. SHOs were given as much time as 
required. After completion, they were thanked.
Unfortunately three SHOs were absent. Therefore, a copy of both referral forms and a 
questionnaire were sent to their department, together with an explanation of the 
project aims (appendix four). This process generated one further response. SHOs 
were reminded on two further occasions to return questionnaires. The questionnaire 
did not require identifying information, and thus at no point could SHOs be identified 
for not returning their questionnaires. This approach was successful in obtaining the 
final responses.
Once all data were gathered, responses were tabulated. Qualitative responses were 
considered with the psychologist, and appropriate alterations were made to the form.
1 4 8
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Responses to each question were analysed individually using descriptive statistics. 
Despite a 100% response rate, few statistical analyses were appropriate since the 
sample was small. Responses to open-ended questions were considered individually. 
This was possible because of the small sample, and was also the most appropriate 
analysis since responses were idiosyncratic to each SHO.
Hypothesis 1 : It will be clearer to the SHOs where to enter information onto the 
NRF, compared to the ORF.
Question 1 listed fifteen pieces of necessary referral information. If there was a place 
to include each piece of information on the form, the SHO indicated this by a tick. 
This was done with both forms. A high number of ticks suggests a more 
comprehensive form. To ascertain if the NRF is more comprehensive than the ORF, 
numbers of ticks and crosses was compared descriptively.
Form N Total ticks Mean ticks Standard deviation
Old 7 32 4.6 1.3
New 7 95 13.6 1.1
Table 3. Total ticks for new and old forms..
Table three suggests the NRF is more comprehensive than the ORF. However, some 
pieces of information were consistently rated as absent (not ticked) in the NRF. 
These were substance misuse, relatives’ phone number, prior investigations, 
psychiatric diagnosis, reason for referral, suicide risk, drug intolerance, guardianship, 
presenting problems, ethnicity and other agencies involved with the patient’s care.
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SHOs rated how clear it was where each piece of information should be entered. 
Total scores for clarity ratings of both forms (question 2) were compared 
descriptively, and suggest a difference in clarity between the forms. (Table 4). 
Cumulative scores were compared using a- Wilcoxin test. Non-parametric test was 
used because data is ordinal, and the sample is small. Results indicated a significant 
difference between clarity of forms, z = -2.37, P<0.05. Therefore, the NRF is 
significantly clearer than the ORF.
Form N Minimum Maximum Mean SD
Old 7 23 40 31 6
New 7 56 71 66 6.4
Table 4: Descriptive statistics for question 2.
Overall, the NRF seems more comprehensive and was rated as clearer than the ORF. 
This supports hypothesis one.
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Hypothesis 2: SHOs will be less likely to forget important information when 
completing the NRF, compared to the ORF.
Each SHO rated how likely they would be to forget important information. 
Descriptive information suggests a difference between the forms, and this is 
represented in Graph 1. A high score indicates increased forgetting.
SHOs think they would be less likely to forget potentially important information when 
completing the NRF. There is consistently a difference of at least two points between 
the old and new ratings. This supports hypothesis two.
old form
new form
SHO
Graph 1. SHOs’ responses to question three.
KEY
1 = Will not
forget
anything
3 = Might 
forget some
5 = Likely to 
forget lots.
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Hypothesis 3. Attitudes of SHOs will be more positive toward the NRF, compared to 
the ORF.
Attitudes toward the new form
SHOs rated, and gave reasons for, their attitudes towards aspects of the NRF. Total 
scores for each aspect were collated. The results show SHOs liked the tick-box 
format, structured questions and information requested the most. SHOs liked amount 
of writing required, time to complete and layout the least (graph 2).
%
34
32
30
28
26E3
E
X
eg 24
■5 22
3
O 20
KEY
1 = Tick box format
2 = Structured 
questions
3 = Amount of 
writing required
4 = Time to 
complete
5 = General layout
aspect of referral form (see key)
Graph 2. How much SHOs liked or disliked aspects of the NRF. Maximum = 35 
(strong like); minimum = 7 (strong dislike).
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Attitudes about time to complete form
SHOs indicated how long they thought each form would take to complete, given five 
options from less than 5, to 25 minutes (graph 3).
6
KEY
1 = < 5  
minutes
2 = 5 - 1 0  
minutes
3 = 1 1 -1 5  
minutes
4 =  1 6 -2 0  
minutes
5 = 2 1 -2 5  
minutes
Graph 3: Length of time each SHO estimates that the ORF and NRF take to complete 
SHOs indicated whether this estimated length of time was acceptable. Results show 
SHOs think the ORF is acceptable (graph 5). Although nobody rated the NRF as too 
long, the modal response was 3, suggesting that SHOs think the NRF is slightly too 
long.
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Graph 5: Opinions of SHOs about length of time to complete forms
<D
C
"O
c
(0
o
<u
" a3 0 1  OLD
^ 3  NEW
5
SHO
KEY
1 = too long
3 = slightly 
too long
5 = acceptable 
length
SHOs indicated which form they preferred overall. Although SHOs were given the 
opportunity to express ‘no opinion’, responses all favoured the NRF. This supports 
hypothesis three (graph 6).
slightly prefer new
strongly prefer new
Graph 6: 100 % SHOs preferred the NRF. This 
graph shows that 5 (71.4%) SHOs strongly 
preferred the NRF, and 2 (28.6%) slightly 
preferred it.
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Recommended changes to the form
Six SHOs suggested alterations:
1. Tick-box format of diagnosis is not helpful; a more open-ended question would be 
better.
2. Include an “additional information” section for current presenting problems.
3. Include more space in writing areas
4. It would be difficult to clearly state the issues to be addressed in therapy, so do not 
ask this.
5. Include clearer questions about substance abuse.
6. The section titled ‘previous difficulties’ would be more appropriately titled ‘past 
psychiatric history’.
With the exception of the above items, SHOs did not think any referral questions were 
irrelevant.
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Discussion
This project aimed to redesign the referral form to make it more comprehensive and 
structured. It was hypothesised that SHOs would find the NRF clearer than the ORF, 
have positive attitudes towards the NRF be less likely to forget information when 
completing it.
Questionnaires showed that attitudes of SHOs towards the NRF were positive. The 
redesigned form was more structured and comprehensive than the ORF. Additionally, 
risk assessment is more comprehensive in the NRF, in line with Clinical Governance 
targets. When asked to compare both forms, all SHOs preferred the NRF. Some said 
it was refreshing to have a structured form, because it lessens anxiety about forgetting 
information. All SHOs believed they would be less likely to forget potentially 
relevant information when completing the NRF. Thus, all hypotheses are supported.
Reliability & Validity.
Overall preference for the NRF was concordant with attitude towards its individual 
aspects. SHOs’ written comments were also in line with their ratings. Thus, the 
questionnaire can be assumed to be reliable and valid. Opinions as to whether there 
was a place on each form for particular information varied between SHOs. This is 
likely to be a problem with clarity of referral forms, rather than a problem of 
reliability or validity.
Modifications
After discussion with the psychologist, several modifications were made to the NRF 
(appendix three). All SHOs commented that the form was slightly too long. 
However-they saw few questions to be irrelevant. The psychologist thought 
information regarding drug intolerance was not relevant, and was removed. Some 
rare diagnoses were also removed. Information regarding risk, diagnosis, psychiatric
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history, expectations of and reason for referral, patient details and medication were all 
relevant to the referral. Medical history and drug intolerances were not considered to 
be relevant. As the NRF was only slightly too long, alterations were made to 
presentation to give it the appearance of being shorter (appendix 3).
Individual responses indicated that it was unclear where to enter some information in 
the NRF. Although the NRF was clearest, some questions were worded more clearly 
on the ORF. Alterations were made to these questions.
The tick-box format was seen as a positive feature. It was requested by the 
psychologist and will remain on the form. Two SHOs commented that they would be 
unsure about indicating ‘issues to be addressed in therapy As part of training, the 
psychologist wants SHOs to think through expectations of their referrals, and so this 
remains. One SHO requested more space, which will be provided. The psychologist 
agreed to change the section titled ‘previous difficulties’ to ‘past psychiatric 
conditions
Limitations
Despite a 100% response rate, a sample of seven is small. SHOs are placed with this 
service for six months, and it would be beneficial to repeat this study with another 
group of SHOs. This would increase the sample, and increase the possibility that this 
format of form is most appropriate for first year SHOs and this psychology service. 
Due to the small sample, it is not possible to claim that this referral format would be 
received positively by other services. The SHOs might prefer a structured format 
because they had just begun their psychiatry training. A well-established clinician 
may prefer less structure. However, because SHOs with this service are always at the 
beginning of training, it is likely to be helpful to future cohorts.
The questionnaire was designed to be brief so as to maintain interest throughout. 
However, this was achieved at the expense of detailed attitude measurement. It would 
have been a good idea to use multiple questions to measure attitudes. However, this
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might have been counterproductive by detracting from quality of responses. It would 
have been advantageous to pilot questionnaires to a small number of colleagues.
Because SHOs had different bases, it was practical to administer questionnaires when 
they were together. Attempts were made to reassure SHOs that their honest opinions 
were sought. However, they could have felt pressure to be more positive than they 
would otherwise have been, because they were in a psychology teaching session.
Future considerations
It would be interesting to audit number of referrals to psychology, now that SHOs are 
more positive towards the form. Research suggests that less threatening referral 
systems increase referrals (Whitehead & Gillott, 1997). Also, an audit of 
inappropriate referrals would be relevant, as research also suggests a comprehensive 
referral system reduces inappropriate referrals (Elwyn & Stott, 1994).
Another follow-up would be to assess if SHOs do forget less information. If true, it 
would reduce time spent contacting referrers for clarification. This could impact on 
waiting times, and quality of care (Newton et ah, 1992).
This study helped clarify which information is important in referrals to tertiary 
psychology services. This information could be generalised to content of referral 
letters or reports. However, since only one psychologist provides this psychology 
service, his preferences cannot be generalised to Trust or national referral systems, 
although they may serve as a guide.
This project highlighted some complications of referral communications. Willingness 
of SHOs and clinicians to be involved is ah indication of the importance of referral 
processes in this service. A new referral form has been produced, which is preferred 
over the ORF by psychologist and referrers alike. Now that interest has been aroused 
in this area, further ideas might be explored. For example, Keulen (1998) found a 
computer-based referral form reduced administration time. This Trust does use an 
Intranet system, and could consider this idea. However, primary importance must be
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given to confidentiality of patient information, over benefits of time economy. 
Whitehead & Gillott (1997) found that a tear-off strip at the end of a referral form 
reduced time spent contacting referrers for clarification. Perhaps this could be 
incorporated by adding a slip to acknowledge the referral, or to request further 
information. This system might increase efficiency by increasing communication 
among clinicians.
Increased communication could increase understanding of the psychologist’s 
interventions and thereby reduce inappropriate referrals. However, it is important to 
acknowledge that despite improvements, there may be occasions where this form is 
insufficient, and communication would be more appropriate through letter or report 
(Whitehead & Gillott, 1997).
Summary
All hypotheses were supported, and a useful clinical tool has been produced. The 
sample was small and evaluation of the form should, ideally, continue. This referral 
form increases the possibility that this service will meet clinical governance targets, 
and those of the NHS plan.
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Appendix one
Old referral form
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Appendix two
Redesigned referral form
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Précipitants of carrent prohieim
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^  I'AS.I MX'iOKM s i< :KI-:I ARY iPT'ATirxT IS DISCHAROI1 ) ):K i(iir io ,A r% rghiE N % .
PLEASE CSR G PF'FN Kl-MRRIi.M . f O RM I-Ok NP.ITtOPSYCHO lO O Y  AS.M-S.sMiAy;
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Appendix three
Finalised version of referral form
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In -P a tien t A ssessm en t Referral
L
R d h t v r
Nvi:nc —
Ailcfrfss
Te! Nv
Cnardiir/ ncx ln f kin____________ _______
Telephone number (it'd if'fere.it fium  j I  <.'VL)
UT ____ _______________ _
Gl> [iriieiice
Düte cd ivft.11.1
1 inl mm ilm  
D.i:c nf RiiVi
\ k l  ifüLl
Gentler —
ï ’iibt bmgusge 
r ,!'irK'jl,y
Religion
Date of Admission
T' Arbrnst-ion  ..... .
2 1,1 A iliiii.và-iiri
3n1 +- Âdmissîoïis
U r g e n c y  (tuck  as a p p ro p r ia te )
HIGH
N O R M A L
LOW
3 .C U K R E N T  PRESENTING PROBLEM  (S )/ REASON LOR KEI HRKAL
Anxiety disorders
Pujiic
Sji;x:i fu; pliuLu 
Obsessive compulsive di.-nnkn 
Past iTiiiimufio ukess disuider 
Generali;^ d  anxifl> di.-.ouler 
Sidv.unK u induced anxiety 
Health anxiety 
Srxial pl.nliia 
Agoiaptiobiii
Mood dkordci's
M tijo t depivbbive tbsurder 
Dipolar disorder
S uLis';uu.:i- in d u c e d  n :o u d  d iso rd e r  
Dysthymic disorder 
G y id y tliy m ic  d iso rd e r
i'sycltotb- disorders 
tSchizophrenia)
I'maiKitd
Disnrganised
Undirtcrenliatod
Schizoaffective 
Siibd.iiuir. induced 
Schizophreniform 
Delusional iLsrud if 
B itv f psyvhoii:: disorder
I'crsonalHy disorders 
Paranoid
Si lii^ oii!
SchiroNf-ical 
Am i s in  11 
Purdciliuu 
Ili> lnv iuc
Narcissistic
Avoidant
Dependent
( >bs;>;;o ve vompujs'.ve
O ther d isorders
Su'ri,',tufurmc‘ isurJer
Facrît.‘ n.i-, di-,mdci
Ouy. i ihve dtjorder
S ex u a l a n d  g e r J e r  ideiility  i h '- .u f
liming d border
lir .pu h i ccmiiol d iv iide r
Adjustment d iso rd e r
A s s o d i i t f d  (ItlT ia iU ies
Family
finanri.il
Accommedotinn
Persumtl
Work
Others
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4.
Prfciiiilitnts of current 
problems
■ ■ ' ■/ . . .. ■ ' ;
( oping, rcsmimis iiml 
stKi il support
Duration of problem
Motivation to change
Current medication
: Ifamily history of ■ j 
psychiatrie illness? j
5, P r e v i o u s  p s y c h i a t r i c  c o n d i t i o n s
AnxiMy dlsordvn
Piuik
SpcciAc phobia
Obsessive eunipulsive disorder 
Post traumatic stress dif.iMdor 
Generalised anxiety disorder 
Substance induced anxiety 
I leal lit anxiety 
Social pliriliia 
Agoraphobia
Moud disorders
i Major depressive disarder 
i Ri[:<'hir tli.v-nvlcT 
I Substance induced raond disorder 
Dyiiiliynu'crlisonler 
C yclothym ie disorder
   i'jjyeh olk  d isorders
i i (Schizophrenia)
P&ianuid 
Oisorgtmised  
Undifferenl jilted 
Schizoaffective  
Substance imJitfeed 
Schiropl'ircniform  
D elusional disorder 
B rief psycl mr.ic disorder
N□
I’vrstitiiilily disorders Other disorders Associated difficulties !
Paranoid Somatoform disorder - w i y  : _  .
Schizoid Factitious disorder l in tm d til î
Sctuzolypica! Dissociative disorder Accrim r:i.;daiioii 1
Antisocial Sexual and gender uleniity disorder Pers until i
BorxJcrlme Fat irai disorder Wnrk
Histnottic Impulse control disorder Others s
N c ' tc Adjustment disorder ;
A 1
i.............................. t
Dependent
Olwcssi vc en.-npid si v c
A rc any other agen cies in vo lved  udth p atien t's e t  re? P lease g ive  détails.
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Previous psychological treatment (For how long and who was the therapist?)
7.
T y p e  o f .t r e a t m e n t  r e q u e s t e d
Cognitive l»c1i.:i'<ioijinl llit;ia [!y
P sychodynam ic lEcrapy 
Oite
ISSUES TO ME AUDRKSSEf) IN THERAPY
Prvblm vilii.: iinlornulii.: lliiiuj>hh.;
Dcst’ ucllve M iu fs
IX-sUuvtive bshuvioiirs
UlJifT
8.
RLSK (please give details)
Hiiisti t o  3>cli /  i t i ï ic id t i
I J a r  m  lo  o t h e r s
Avytr.'-.xii 'ri l' viulcncv
S i i l i s l a i i c e  misvK:
Self neglect 
O ther
........... ...................... ........... — ------------------------- ................... -
vcs
9.
Requesting psychology advice fn r durarJna n f inp.v.icnr si a y 
Requesting psychology advice fn r further psychnlot.ical therapy 
Refcrrers signature 
PRIXT NAME
□ □ 
c:i □
R d'errer contact details
V.llU'ATIKNr is  i)i$ f;iiA R G i:n j’R K > R jp_A P ro iH M tiN T . 
Pl,ltASI USI: GREEN RBFCRRAL FORM FOR NEUÉOPS YlTlinLOOY AS&ESS\fENT
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Appendix four
Questionnaire comparing old and new forms
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Compûriftfln o f two r&t&rnif forma •
You have been given two rcfeiral forms, one of which is the form currently in use by the 
service, and the other is a protocol of a new form. I would like to ask your opinions of these 
forms as we arc designing a new referral form for the in-patient referrals to psychology at the 
Ridgewood centre.
1, Information, which might be important in â referral form, is listed below, I would 
like to know if you think there is a place on the form to enter each kern of 
information. Please indicate yes {-/) or no (%)-
■ Old form New form
i fi i Cunciit medication
SmcidctPk >/
(cl Rrhofaggnyt.on -
'dt Drc/ intolerances .......  K
•.ej Previous treatment K y S
it' SuhstaiKe miEii.e X <*/
fg) Relative's phone number
i h) Prior investigations A X
f ; i Psy chiatnc diaguosis x /
tjj Reason for referral
(M Guardianship _ ......... .....^
f 31 PiesenLinc problems >c. t,/'"
(rn'i Urgency of mfemtl <
(n) Ethnicity ......... K:.........
fo 1 Other acencies involved with patient’s care. X
2, 1 would like to know how clear it is to you where certain information should be 
entered. Please make responses according to the scale below
1 2 3 4 5
1 i
Nor dear at ah.
Would not add this Mo.
........................ 1
Very dear, I know 
exactly where I am 
Expected to provide it
Old farm Ncwfbnn
' (a ) Current medication i r
(b) Suicide risk ,>......
(c) Risk of aggression i r
Id) Drug mtolnances ! r
(ci Previous treatment 1 f
! if) Substance misuse . . 3
' fgl Relative's phone number 1 f
ihiPttot tnvestiLatiuus f
iDPsvchtatnc'hauuostg tf X
!j) Reason for referral ...... >" ,.r
l k) Guardianship Î f
11) P* eventing pr.'hlems I £
(m)t'tgfik" ctretemil Î f
fn) Elhmcttv .....  f..... ' f
(o) Other agen.:c. mvr 1 ^ cd with patient's care. ; . ...e-------
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r I wouU B e to know how HMy yon thknk you would be to forgo; potentially tclcvmt infomiiUvu, when complciiug &  form. Please mako respoutcs according to the scale Mow, Please give a reason.
I 3 5
r —
likely to forgêl lois
Score
forget some iMhkdy to tbrgel 
anything
I Old form Reason
i n
New form Reason
Ï am miaesKd to know if there are aspect* of the new form that you like or dislike.
1 bate rate the following aspects on the scale below.
1
Like it very much
1 '
no o p in in n
i
do not like at ail
Aspect Rating Reason
Tick box A m at
4 bilJi
Stiuctured questions r
Amount of writing 
Required j  .
1 f ttyu.. *<Jl pttA ^
7 vk.«'y. «/"
Time to complete
3
General layout
3 -
Order o f  questions I '
IhAmnatiou requested
i .... . -
i
5. If the new referral farm was the standard, torm to refer a client to psychology, are 
there any changes that you would tike to he made to this form?
? X- tu % \  '
6. If there is any information requested, by the new reierrai torm, that it would not be 
appropriate for you to provide?
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r
?. Arc there any question; on the new referral fbrm, which would usually be irrelevant 
to a referral you would make (i.e. that could be removed from the form)?
Row long do you anticipate it would uike to complete each form? Please tick tire 
time that reflects how long it would take to complete the old and new forms, 
considering the majority of your referrals,
Old toun New form
< 5 minutes v /
5-1 ft minutes !
11-15 minutes 1
16-20 minutes |
21-25 minutes 1 i
), Using the scale below, do you think the form takes too much time tb complete?
1. 2 3 4 S
i
Takes loo long, 
d be tempted to mis; parts
1
slightly 
too long '
1
length of time 
is acceptable
Old form New form
1 Score ___  _____ ! V
Please detail any information that you Consider essential to y OUT referral, that is not 
already included, or clear, on the new form.
# 11, Please detail any information that you consider useful to your referral, that is not 
already included, or clear, on the new form.
112. Finally, 1 would like you to make a choice over which of the forms you prefer. Please 
use the scale below aud explain your reasons for your choice.
r - --------------— — — i ----------------© “ — H  ^
Prefer old form no preference prefer new form
A n s  j W  Hfvs.UMtvL et '&-**.( k t .
i -f^^l rt ;W -l   ^^
 hjtÿjpSjïüMâ  ^  fyt^ w.  Q **
, Wv» -t» C çv iA ^V * A v
Many thanks for ytmr time and cooperation with this stmiy,
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Correspondence
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Dear SHO,
I am a trainee clinical psychologist currently on placement with Dr 
My supervisor and myself are redesigning the referral form that you will be using to 
make referrals from the ward to the psychology service. We
would be grateful if you could help us with this by completing the enclosed 
questionnaire. The aim of the questionnaire is to find out your opinions of the 
changes we have made to the referral form, so that it can be changed if you do not 
find it helpful.
This is part of my service related research project, so I would appreciate if  you could 
return your questionnaire as soon as possible to Dr
Please do not feel that you have to offer your opinions, or answer all the questions. 
You do not need to write your name on the questionnaire.
Many thanks for your help 
Trainee Clinical Psychologist.
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2nd June 2003
Dear Dr
Please find enclosed a summary of my service related research project, the aim of 
which was to redesign the referral form that SHOs use to refer to your services from 
the Ward at the Centre. I will 1 be happy to
present my findings to yourself and the new cohort of SHOs in September 2003, and 
will be in touch to finalise the date once this cohort begin their placement. I look 
forward to meeting with you then.
May I take this opportunity to thank you for all your support and input into this 
project.
Yours sincerely,
Trainee Clinical Psychologist.
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Primary Care Trust
14 September 2(KB
Dear Sir." Madam*
Tidy is lo confirm that gave feedback to the psychology department,
and Use re I err ny SHOs, about the findings o f  her review  o f  the referral process. The 
new referral lorm U comprehensive arid informative. Her suggestions about how to 
flirthcr streamline the process m il prove useful in continuing to develop a more
effective referral svsieni. ,
Youjs Sincerelv
Dr
Consultant Clinical Psychologist
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Major Research Project
Understanding and coping: An exploration of the family’s experience of services 
and health-care professionals when someone in the family suffers a
brain injury
July 2005 
Year 3
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Abstract
Brain injury is an increasingly common cause of disability in the UK. Recognition of 
the need for specialist brain injury services is increasing. Awareness of the crucial 
role that family members play in rehabilitation is also increasingly acknowledged in 
research, clinical practice and Government targets. Although desirable, it is not 
always possible for rehabilitation professionals to work collaboratively with family 
members. This project explores how collaboration might be improved.
This study used a cross sectional, mixed methods correlational design to explore the 
experiences of thirty-two family members, agèd 23 -  76 years old. Participants were 
asked to complete measures of: understanding of brain injury, mood, and coping style 
and rate how well they felt they coped with their relative’s injury. Participants also 
indicated how many compensatory strategies they used and would recommend to a 
fictional character in a vignette. Data were explored using correlations. Participants 
were interviewed about their experiences of working with rehabilitation services and 
professionals. Transcripts were analysed with a top-down theme analysis and four 
were analysed using Interpretative Phenomological Analysis.
Results revealed no statistical relationships between understanding and use of 
compensatory strategies. Qualitative analyses revealed a complex relationship where 
understanding is crucial to collaboration, and to the use of compensatory strategies. 
Use of task-oriented coping strategies was related to lower depression scores and 
lower rehabilitation strategy use. Emotional support and maintaining hope were 
important to successful coping. Themes about likeable and essential characteristics of 
professionals were identified and discussed. Essential characteristics were: respect, 
empathy and competence.
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Introduction 
Overview
This study explored factors that influence the quality of working relationship between 
rehabilitation professionals and family members of a person who survived an acquired 
brain injury (ABI). This study will highlight how professionals might increase 
collaboration with family members and so improve quality of life for both family 
members and the injured person.
Background information
The National incidence of people admitted to hospital with head injury is 
approximately 229 in every 100,000 (Tennant, 2005), which is similar to the number 
of people admitted with stroke. Tennant (2005) estimates that 4,700 admissions of 
people with head injury will not return to work within 6 weeks of injury; creating 
significant economic impact. Furthermore, approximately 150 people in every 
100,000 will be permanently disabled by their injuries. Prevalence of head injury 
fluctuates between Healthcare Trusts. Of the Trusts included in this research project, 
the incidence of head injury admissions (age 16-74) during 2002-2003 varied from 
82-146 per 100,000 (Tennant, 2005; additional file 2).
Disability due to ABI encompasses physical, behavioural and cognitive difficulties, in 
addition to emotional issues around adjustment to disability, coping with loss of role, 
of change in future goals and aspirations. Studies repeatedly show the most 
distressing sequelae for family members are personality changes such as increased 
aggression (Thomsen, 1992).
The Social Services Inspectorate (SSI; 1997) recognised the needs of families and 
acknowledges the importance of information and support, in addition to health issues 
of the injured person. More recently, the Health Select Committee (2001) 
recommended provision of information, in the form of leaflets, for family members. 
It recognised the “immense emotional -  and often financial -  strain” (p.6) of people
1 8 5
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caring for a person with an ABI. Consequently, it recommended greater involvement 
of families in their relative’s recovery and rehabilitation, in addition to separate carer 
support. The recent National Service Framework for Long-Term Conditions (NSF; 
Department of Health, 2005a) continues to recognise the importance of carers and 
family members to the wellbeing and quality of life of the injured person. It also 
emphasises information and support for carers and relatives. The NSF suggests 
reduction in carer distress be achieved through involvement in planning and 
implementation of patient care plans.
Healthcare Trusts are increasingly providing a supportive and educational service for 
family members, friends and carers of the injured person. Some services offer carer’s 
support groups, education groups, or information packs. The Department of Health 
(DoH; 2005b) cites examples of good practice. Headway National Head Injuries 
Association (Headway) offers education courses, a book and an ABI website with 
information and contacts.
In clinical practice it is not always possible to consistently develop a collaborative 
working relationship with family members (DePompei & Williams, 1994; Sohlberg et 
al, 2001). Therefore, it can be difficult to involve family members in care planning, 
and thus achieve this NSF target. Tensions in relationships between health-care 
professionals and the family members can be to the detriment of the injured person’s 
care and quality of life. We need to understand how best to engage the family 
members. Whilst it is recognised that, for some, such a relationship may not be in the 
best interests of family members or injured relatives, the majority of families could 
benefit from a collaborative relationship which might enable the development and use 
of relevant rehabilitation strategies; discussed later. This study will explore some 
factors that may be influential in developing collaboration.
Part of understanding the relationship is to appreciate the impact of ABI on the family 
system. In the majority of cases, the injured person will require emergency medical 
care, followed by an inpatient stay in general hospital. Ideally, people will receive a 
period of in-patient neuro-rehabilitation before returning to their lives in the 
community, where possible. Current literature does not satisfactorily address family
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members’ experience of rehabilitation services and how both families and 
professionals might best collaborate to maximise recovery. It could be argued that 
collaboration between families and professionals is moderated by the strength of the 
alliance between them. It could also be related to severity of injury, individual coping 
strategies, understanding of ABI and the significance of ABI for the family system.
The family experience
There is a body of literature detailing the emotional response and adjustment among 
family members, (Prigatano, 1986; Perlesz et al, 1999) and how services might most 
effectively intervene with, and support, families (Oddy & Herbert, 2003). Several 
studies report a significant, often negative, impact of ABI on the injured person’s 
family members and loved ones, especially spouses and partners (Perlesz et al, 1999). 
Elevated levels of anxiety and depression were reported among relatives and carers of 
people with ABI six years after injury (Linn et al, 1994 cited in Perlesz et al, 1999), 
although often there is a decline in anxiety and depression over time (Oddy et al, 
1985). There is debate about the prevalence of anxiety and depression due to 
methodological inconsistencies between studies (Perlesz et al, 1999). Therefore, it is 
important to clarify the prevalence of anxiety and depression in this research sample.
Since the cognitive and physical sequelae of ABI can cause multiple losses for the 
individual and their family members, the family members’ reaction has been 
compared to a grief reaction (Lezak, 1986; Chwalisz, 1998). Losses include 
personality changes, loss of future plans, employment and associated financial 
implications. Their grief may be ‘unresolved’ because of the continuing presence of 
the injured person. Further, lack of societal recognition of the loss leaves them in a 
position of ‘disenfranchised grief (Doka, 1988). Loss is reported more frequently by 
spouses rather than parents because of the significant role change: financial security 
and emotional support that would previously be sought from their spouse (Gervasio 
Kreutzer, 1997).
In addition to quantitative studies, many of studies about repercussions of ABI on 
family members employed qualitative methodologies. For example, Sohlberg et al,
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(2001) investigated the important aspects of a collaborative relationship with families, 
in a qualitative study, where eight family members were interviewed. Swift and 
Wilson, (2001) explored misconceptions about ABI among the general public and 
health professionals, using semi-structured interviews and Interpretative 
Phenomenological Analysis. Leith et al, (2004) used qualitative content analysis to 
explore needs of people with ABI and their families.
Perlesz et al, (1999) note the lack of literature investigating the families who have 
adjusted and coped well. This might be explained because people who present to 
services are more likely to be struggling to cope. Alternatively, these people might 
seek help with strategies as one of a number of positive actions that contribute to 
successful coping. It would be useful to investigate factors that families find helpful, 
and whether this influences the relationship between family members and 
professionals. This could be explored using qualitative methodology.
Involvement of family
If family members are engaged with the rehabilitation process, there is usually a better 
prognosis and higher quality of life for the injured individual (DePompei & Williams, 
1994; Sohlberg et al, 2001). It is important that relatives are involved with the 
rehabilitation process because their injured relative is unlikely to recover entirely and 
it is likely that family members will be required to provide long-term care. Changes 
to the physical environment and styles of interaction with their relative may be 
required (Perlesz, et al, 1999).
Overall, involvement of relatives has a positive impact on outcome for the injured 
person and their relatives (Horwitz et al, 1998; Lucysyhn et al, 1996). Families are 
more likely to work collaboratively with services if they feel involved in their 
relative’s care (Andrews & Andrews, 1993). This collective utilisation of family 
resources, in addition to service resources, is likely to increase available help and 
improve productivity outcomes for the injured person (Klonoff, et al, 2001). It may 
also assist adaptation and emotional well-being of the family members (Jacobs, 1989).
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Unfortunately, health care provision is highly variable. Consequently, in some Trusts, 
people (especially those with moderate ABI) may be discharged home with limited 
help or advice from rehabilitation specialists (Oddy & Herbert, 2003). Only a limited 
number of people will attend neurological rehabilitation before discharge into the 
community. Many of these individuals return to live with their family. Community 
rehabilitation teams can be involved in co-ordination and provision of community 
care packages but resources are patchy and many are not specialist in ABI (McMillian 
& Ledder, 2001). These differences are additional to idiosyncrasies of preferred 
coping style, family dynamics, and severity of injury; these are likely to influence 
how well a family member copes.
Knowledge of brain injury
Family members often lack experience and understanding of ABI sequelae (Jacobs, 
1991). Gouvier et al, (1988) suggest that accurate knowledge could promote 
recovery and adaptation to disability by reducing ‘inappropriate levels o f expectation 
on the recovering patient" (p.341). Lezak (1988) supports this by proposing that 
family members would be more able to develop realistic expectations of their 
relative’s recovery, if they are given information about cognitive impairment.
Gouvier et al, (1988) conducted a survey of 221 members of the general American 
public, to assess their understanding of ABI. ■ The survey included understanding of 
prevention, recovery and changes resulting from ABI and concluded that 
misconceptions about recovery were common. However, they found no relationship 
between understanding of ABI and education. Surprisingly, Gouvier et al, found 
understanding did not increase with previous experience of head injury. Participants 
most frequently identified the source of their understanding of ABI as television talk 
shows. The media and discussions with friends or head injury professionals were also 
important sources. A subsequent study by Wilier et al, (1993) replicated Gouvier et 
al,"s finding in larger geographical locations.
Themes of ‘inaccurate beliefs’ were also found in a qualitative investigation of 
knowledge of the general public and non-expert health professionals, as perceived by
1 8 9
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people with experience of ABI in Britain (Swift & Wilson, 2001). Nineteen people 
were interviewed (including survivors of ABI, professionals and carers). Interviewees 
perceived misconceptions that are consistent with those identified by Gouvier et al,
(1988). For example: beliefs about potential recovery, lack of awareness of cognitive 
and behavioural sequelae.
The questionnaire designed by Gouvier et al, (1988), was adapted by Springer et al, 
(1997) to further explore misconceptions amongst families of people with ABI. 
Springer et a /./s  findings were consistent with previous studies and reported frequent 
misconceptions amongst family members.. Family members demonstrated greater 
understanding of the immediate effects of ABI, and less recognition of the 
permanency of disability, than people from the general public. The authors postulated 
that the latter may be a positive coping mechanism. For example, 80% of the family 
members in Springer et a l ,’s study believed that people in a coma are aware of what 
is happening around them. Further, they incorrectly believed that complete recovery 
is possible if the injured person really wants to recover.
Overall, the public (including those with, experience of ABI), have a poor 
understanding of prevention, recovery and changes following ABI, which is 
demonstrated in a high percentage of misconceptions. Other beliefs, not evaluated in 
previous questionnaires, which have been encountered in my own1 clinical experience 
with the general public or family members of people with a ABI, include ideas that 
‘memory is like a muscle, and will recover if exercised sufficiently’; ‘writing things 
down will prevent memory from recovering’; and ‘rehabilitation is only useful in the 
first few months following injury’.
Kay and Cavallo (1994) propose that professionals may perceive families as 
dysfunctional when the family members have insufficient information about, and 
understanding of, their relative’s care. Difficulties in establishing collaborative 
relationships with families were often attributed to the family members’ denial of the 
seriousness of their relative’s injury (DePompei & Williams, 1994) and denial was
11 have chosen to write this project in the first person to facilitate reflection and a reflexive analysis o f  
the process
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often seen as dysfunctional. However, Proulx (1999) argues that 'dysfunctional 
dynamics ’ (p.252) develop between families and professionals when family members 
are not involved in the rehabilitation programme from an early stage, which she 
acknowledges can be frustrating and confusing’ (p.252). Increased inclusion with 
decisions and treatment planning is desirable since it gives relatives a greater sense of 
control (Darragh et al, 2001), and graduates transition into the community.
If misconceptions are widely held, they could contraindicate effectiveness of the 
efforts of rehabilitation professionals. Inconsistencies between family members’ 
understanding of what is helpful for their relative, and suggestions provided by 
professionals, would challenge the continued use of rehabilitation strategies into the 
community. It is proposed that the extent to which family members adopt any 
rehabilitation strategies is dependent on their understanding of the purpose of the 
proposed intervention. In conjunction with the evidence that misconceptions about 
ABI are common, it is reasonable to propose that use of strategies will be higher 
amongst people with greater understanding of ABI. There are, however, many areas 
of ABI information and it would be useful to know what type of information 
provision relates to increased use of strategies.
Cognitive, behavioural and environmental strategies
During in-patient rehabilitation, clinical psychologists and other rehabilitation 
professionals will offer suggestions about strategies that may help the injured person 
adapt to disabilities resulting from injury (Proulx, 1999). Professionals recommend 
continued use of these rehabilitation strategies during home visits and after discharge 
into the community. Ideally, strategies are developed in collaboration with the injured 
person and the family members who they will be living with after discharge. Jacobs
(1989) suggested that the relationship between families and professionals is a 
dynamic process whereby the professionals gradually relinquish control back into the 
family system. In clinical practice some relatives continue to use these strategies 
when their relative returns home and other relatives do not.
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Rehabilitation strategies include restorative, compensatory and behavioural strategies, 
plus environmental manipulation (Sloan & Ponsford, 1995). Restorative strategies are 
designed to exercise the area of cognitive impairment through structured pen and 
paper, or computerised tasks. The benefits of restorative strategies include improved 
performance on the practiced cognitive tasks, although benefits show limited 
generalisation (Gray et al, 1992). Compensatory strategies are designed to lessen the 
impact of cognitive disability on function. ■ For example, electronic alarms, diaries, 
using checklists and re-leaming the steps required to complete a task through 
following written instructions. Examples of behavioural strategies include verbal 
prompting and token-economy systems. These are beneficial because they provide 
external structure to the environment, which is often difficult for people with an ABI 
to provide for themselves (Glover, 2003). Environmental manipulation is a change to 
the person’s home and working environments. For example, reducing general level of 
noise to avoid distraction, labelling drawers, or changing the style of interaction. 
These strategies are beneficial because they reduce cognitive demands and increase 
the individual’s ability to function independently.
To date, there is no coherent model of how to increase the number of rehabilitation 
strategies that family members assist and encourage their relative in using. This may 
be because only a limited number of relatives seem able to discuss their reasons for 
not using strategies. One theory of strategy use relates it to the collaboration and 
working alliance between family members and rehabilitation professionals (Proulx, 
1999). Models of alliance will be discussed below. Due to the limited number of 
empirical studies that address alliance in ABI settings or collaborative models of 
service delivery (Sohlberg et al, 2001), useful parallels will be drawn from mental 
health literature.
Developing a collaborative relationship
Professionals and family members are individually limited because each lacks the 
expertise of the other; families have limited knowledge of ABI and professionals have 
limited knowledge of the individual prior to injury. DePompei and Williams (1994) 
propose that when the two perspectives are combined, a collaborative relationship can
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be created. This relationship can be framed in terms of a ‘working alliance’ 
(Depompei & Williams, 1994). The concept of working alliance is used in the SSI 
report (1997).
Sohlberg et al, (2001) developed a model of collaborative practice for ABI 
rehabilitation settings. This was based on a two-year study using ‘participatory action 
research’ with eight relatives of survivors of ABI in America. The model suggests 
that collaborative practice is achieved through a number of intervention phases (Table 
1).
Table 1. Model of collaborative service delivery (Sohlberg et al, 2001, p.8).
Intervention component Intervention
phase
Interviewing to learn the family’s background, needs and issues Phase I
Helping families determine their priorities Phase II
Teaching families to systematically observe events in their 
environment relevant to the issues of concern
Phase II
Providing feedback on trends noted in family observations Phases II & III
Offering suggestions for strategies and helping families generate 
methods to monitor strategy success
Phase III
Revisiting goals and monitoring issues of concern on an ongoing
basis
Phase III
Briggs (1997, cited in Sohlberg et al, 2001) identified three important clinician 
characteristics for development of a collaborative relationship: expertise, role 
replacement and interpersonal communication skills. ‘Role replacement’ is the ability 
to relinquish control to the family member and involve them in care, which allows 
them to share the position of ‘expert’. Furthermore, clinicians who are self-confident
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and appear to be well-informed were also regarded positively by family members 
(Dinnebeil & Rule, 1993).
The concept of the therapeutic alliance was first developed by Greenson (1971) as the 
ability of the people in the relationship to work together towards a purpose. It is 
generally used in the context of mental health. The alliance has consistently been 
shown to be one of the most effective predictors of outcome from psychological 
therapy, regardless of the orientation of the therapist (Horvath & Symonds, 1991). It 
is characterised by an open and trusting relationship (Sexton & Whiston, 1994).
The phases within Sohlberg et a /./s  model, (2001) and the factors identified by 
Briggs (1997, cited in Sohlberg et al, 2001) are consistent with the dimensions that 
form a therapeutic alliance, as identified by Gaston, (1990), in particular: empathy 
and agreement of goals.
Within the ethos of rehabilitation centres nationally, neuropsychologists and other 
rehabilitation professionals attempt to address components of the alliance and involve 
family members. Family members are routinely invited to review and planning 
meetings. Despite this, it is sometimes difficult to develop or maintain an alliance 
with family members. It would be helpful to investigate that stage at which the 
relationship deteriorates, and how this might be resolved.
Ruptures in the therapeutic alliance
Situations when the relationship between family members and healthcare professional 
deteriorates may be framed in terms of the ruptured therapeutic alliance (Watson & 
Greenburg, 1995). There are two main subtypes of therapeutic rupture; confrontation 
and withdrawal (Safran & Muran, 2000), which result from perceived vulnerability 
and anxiety, or anger.
Watson and Greenburg (1995) postulate that problems in the alliance result from 
either ‘goal-related’ factors, or from ‘relational’ factors. Therefore, they suggest that 
clarification about the purpose of, and thinking behind, an intervention (or
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recommended strategy) will help re-establish a positive alliance. Consequently, 
someone who understands the rationale for a strategy is more likely to implement it, if 
the rationale is sound. Implementation of recommended strategies is received 
positively by professionals and thereby strengthens the relationship. Further 
suggestions for interventions to restore the alliance are outlined by Safran and Muran 
(2000), in their review of current literature. These include asking the family member 
about what prevented them using the strategies, increasing information to clarify 
misunderstandings, and suggesting achievable tasks to increase success experiences 
and build on hope.
Watson & Greenburg’s (1995) model does not explain situations when alliance does 
not develop. It would be interesting to explore whether reasons for non-development 
of alliance are similar or different to reasons behind rupture. A qualitative exploration 
of themes from interviews with service users about relationships with professionals 
might provide insight as to their understanding of obstacles to alliance development.
This literature implies that resolution of ruptures may be through negotiating a more 
equal distribution of power. It is recognised that to achieve this equality within an 
ABI setting is potentially challenging, due ' to the necessary specialist nature of 
professionals and the historical medical model approach to treatment. However, it is 
hoped that this study will explore the extent to which power sharing is desired by 
family members, since many are able to develop a positive working alliance with 
rehabilitation professionals.
Coping Style
Models o f coping
In considering factors that might influence a family member’s engagement with 
professionals, it is helpful to consult the literature on coping.
An early model of coping was Lazarus and Folkman’s (1984) process-oriented coping 
model. It proposes three aspects of coping: primary appraisal, secondary appraisal 
and coping. Primary appraisal is the perception of threat, which generates emotion.
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Secondary appraisal is the consideration of potential responses to the threat. Coping 
is the behavioural or cognitive response, after which there is a reappraisal of threat 
and associated emotion change. Folkman and Lazarus (1988) found emotion to be 
mediated by coping. Further, development of anxiety and depression subsequent to 
stressful events is mediated by coping style (Avero et al, 2003).
An adaptive behaviour in ABI rehabilitation is the use of strategies, as described 
earlier. Use of rehabilitation strategies could therefore be argued to be a task-oriented 
coping strategy. Since coping behaviour mediates emotion, some reduction in anxiety 
and depression might be reasonably expected to result from rehabilitation strategy 
use. However, this could be difficult to measure because of the variability of 
disability resulting from injury, and therefore the variability of appropriate strategies.
Lazarus and Folkman’s model (1984) proposes two distinct styles of coping; problem- 
focussed and emotion-focussed. Problem-focussed coping strategies alter or eliminate 
the source of stress through approaches such as problem-solving. Emotion-focussed 
strategies regulate or reduce emotional distress caused by the source of stress, 
possibly through seeking emotional support or seeking a different perspective of the 
situation (referred to as ‘cognitive restructuring’; Avero et al, 2003). In stressful 
situations people tend to predominantly adopt one style of coping, although most 
people employ a combination of problem-focussed and emotion-focussed strategies 
(Folkman & Lazarus, 1980, cited in Carver et al, 1989).
Lazarus & Folkman’s model (1984) has been criticised for being too simplistic 
(Carver et al, 1989). Carver et al, (1989) proposed an alternative model of coping, 
which separates emotion-focussed and problem-focussed approaches into 13 different 
factors. More recently, Endler and Parker'(1999) questioned the factor structure of 
the Carver et a ids  model and propose that coping comprises of three factors; task, 
emotion and avoidance, for which they developed a measure of coping style called the 
Coping Inventory for Stressful Situations (CISS).
The CISS (Endler & Parker, 1999) incorporated the new dimension of ‘avoidance’ 
coping in addition to task-oriented and emotion-oriented style dimensions. In this
196
Major Research Project
measure, task-orientation involves problem solving, but can also involve cognitive 
restructuring if it is purposeful in finding a solution. Since use of rehabilitation 
strategies is purposeful in finding a solution, it is arguably a task-oriented strategy, 
which would be related to use of other task-oriented strategies. Since task-oriented 
strategies are purposeful activities, information-seeking is also included. Therefore, it 
is expected that predominantly task-oriented strategy users, will use more 
rehabilitation strategies and seek more sources of information and have a greater 
understanding of ABI.
The emotion-oriented coping style includes ‘emotional responses, self pre-occupation 
and fantasising’ (Endler & Parker, 1999, p.35). The emotional style is orientated 
towards the individual and is intended to reduce stress. Avoidant-oriented coping 
encompasses attempts to avoid the stressful event, either through activity or thought. 
Avero et al, (2003) comment that avoidant styles are adaptive only for short-term 
uncontrollable situations and are maladaptive long-term. This could be because 
individuals do not cognitively process (and thereby experience) the event but maintain 
high anxiety and psychological arousal. The mechanisms for this process require 
further investigation (Avero et al, 2003).
Methodology
When investigating psychological constructs, such as coping, it is possible to either 
quantify the construct, or it is possible to explore a person’s experience through in- 
depth interviewing. Previous studies investigating the impact of ABI on relatives 
used a variety of qualitative or quantitative methods. For example, Karpman et al, 
(1985) conducted in-depth interviews about adapting to injury and Wilier et al,
(1990) looked at family problems using a focus-group technique. The majority of 
studies that investigate coping, depression and anxiety following ABI have used 
quantitative methods, in both longitudinal and cross-sectional designs. They have 
correlated these factors with variables such as severity of injury (Brooks et al, 1986) 
and personality or behaviour change (Gray et al, 1994). Other studies have compared 
outcome between groups of spouses and parents (Gervasio & Kreutzer, 1997).
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Qualitative methods of data collection and analysis are increasingly used and 
respected as valid and reliable means of exploring individual narratives about 
experiences (Henderson & Bedini, 1995). Qualitative design is advantageous because 
it allows the researcher to begin to unravel the complexities of an interviewee’s 
position in a way that generates new research ideas and allows the researcher to 
develop a more detailed understanding of the interviewee’s perspective. Although a 
qualitative approach generates rich, detailed data, sample size is usually small. 
Therefore, findings are only applicable to the interviewees. However, it is hoped that 
data saturation will be reached in the interviews and that the research findings will be 
generative to theory and for theory development.
Unlike qualitative methods, quantitative methods are well-developed within clinical 
psychology. Quantitative methods can offer precise measurement of variables, and 
are appropriate for investigating relationships between variables (Barker et al, 2002). 
Measurements can be assessed for reliability and validity and can be compared across 
time (Barker et al, 2002); a criticism of interview designs (Perlesz et al, 1999). 
However, standards for evaluating the validity of qualitative studies are developing.
There has been some controversy surrounding the combination of qualitative and 
quantitative (‘mixed’) methods, based on the assumption that qualitative and 
quantitative methods stem from opposing epistemologies (Creswell, 1994). However, 
although mixed method designs are still relatively novel developments, recent 
literature supports their use. For example, Johnstone (2004) cites ‘triangulation, 
complementarity, and expansion’ (p.264) - in support of mixed methods designs. 
Triangulation refers to a design that measures the same variables using more than one 
method, and is supported as a means of compensating for the limitations of each 
methodology (Patton, (2002), cited in Barker et al, 2002). Complementarity is the 
overlap between data that allows for different information about the same questions to 
emerge (Creswell, 1994). Finally, expansion is the outcome of complementary data 
sets, which add breadth or depth to the study (Creswell, 1994).
An example of a mixed methods design would be an ‘encapsulated’ approach, which 
uses detailed interviews to check the validity of quantitative measures, and assists
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interpretation of quantitative responses (Henderson & Bedini, 1995). Additionally, 
studies sometimes adopt a primary method of data collection and analysis, such as 
qualitative interviews, but incorporate quantitative data for background information. 
Such background information may later contribute to a decision about which data sets 
to analyse in greater depth (Henderson & Bedini, 1995).
Aim of research
This study will address several issues for which there is limited literature: the qualities 
of family-professional relationships that are important in use of strategies; the 
subtleties of how relationships are perceived and conducted by family members; and 
the factors that enhance coping ability. Therefore, an exploratory qualitative 
approach is appropriate (Barker et al, 2002).
It is expected that evaluation of professionals will be influenced by a variety of 
factors, such as knowledge of ABI, ability to apply this knowledge, coping style and 
expectations of ABI services. Questionnaires will be used to investigate these factors 
and will measure understanding of ABI, coping style, mood and use of strategies. 
Mood will be assessed as a means of measuring how effectively the family member is 
coping. Participants will also be asked to indicate how well they perceive themselves 
to have coped with the changes since their relative’s injury. Participants will be asked 
to do this by indicating their position on a line that represents a continuum of coping 
success.
Since the use of strategies, and the relationship between family members and 
professionals might be influenced by unlimited factors, a semi-structured interview 
will explore the research questions, outlined below. The purpose of interview is to 
address the relatives’ experiences of working with rehabilitation professionals and 
increase understanding of whether this relationship influences uptake of suggested 
strategies.
Vignettes are a useful means of accessing a person’s beliefs, judgements and actions 
in ‘real life’ settings (Barter & Renold, 2000). They can be incorporated into
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qualitative or quantitative designs depending on how the participant is asked to give 
their responses. When vignettes offer limited information about the situation, the 
respondent must provide information about the important factors that would inform 
their responses to the vignette questions (Hughes, 1998), and hence disclose their 
thinking process.
Clinical Objective
This research aims to provide insight into the perspective of family members, their 
needs and their experience of relationships with professionals. This information could 
provide guidance for clinicians and inform development of appropriate community 
support services
Research Objectives
The research objectives of this study are summarised below:
1. To explore factors that influence • family members’ reported use of 
rehabilitation strategies, in particular, the influence of understanding of brain 
injury on reported use of strategies.
2. To explore factors related to levels of psychological distress and coping. To 
investigate whether coping style influences use of strategies.
3. To explore the family-professional alliance, as it is perceived by family 
members of people with a brain injury.
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Hypotheses
Based on the literature presented above, the following hypotheses are proposed, 
which will be explored using the data from questionnaires:
Understanding of brain injury
1. Understanding of brain injury is expected to be positively related to reported 
number of rehabilitation strategies used.
2. Understanding of brain injury is expected to be positively related to use of 
task-orientated coping strategies.
3. The number of sources of information is expected to be positively related to 
use of task-oriented coping strategies.
Rehabilitation strategies
4. Number of reported compensatory strategies is expected to be positively 
related to the use of task-oriented coping strategies.
Coping
5. (a) The use of task-oriented coping strategies will be negatively related to
levels of anxiety and depression.
(b) The use of emotion-oriented coping strategies will be positively related 
to levels of anxiety and depression.
(c) The use of avoidance-oriented coping strategies will be positively 
related to levels of anxiety and depression.
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The qualitative research questions are as follows;
Understanding of brain injury
1. Where and how did family members learn about brain injury?
2. What did family members want to know about brain injury?
Rehabilitation Strategies
3. How did family members discover the strategies they have used?
4. Were there any strategies that family members were recommended to use that 
they did not use? Why was this?
5. Is strategy use influenced by the family members’ perceptions of their 
relationship with professionals?
Coping
6. How have family members coped with their relative’s injury?
7. What has helped family members cope since their relative returned home to 
live with them?
Working with professionals
8. What do family members perceive to have been helpful and less helpful about 
the professionals they have met during their relative’s treatment and 
rehabilitation?
9. If family members find it helpful to be involved with their relative’s care, what 
do they find helpful about it?
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Method 
Setting
The research took place within one county that incorporates five NHS Primary Care 
Trusts. There is a countywide network of services comprising; four acute hospitals, 
three specialist neuroscience hospitals (although not all within county), four district 
general hospitals and two post-acute rehabilitation centres. There is a range of NHS 
and independent community rehabilitation providers, and four community 
rehabilitation teams that are not countywide. Within the community teams there is 
variable provision of specialist ABI therapy services. Over the past six years, an ABI 
co-ordinator has co-ordinated access to services and is available to provide advice and 
support to survivors of ABI and their family. Although there are a number of local 
services, very few are specifically tailored for people with ABI. The inconsistent 
provision of community rehabilitation is recognised across the UK (Enderby & Wade, 
2001; McMillian & Ledder, 2001).
Design 
See Figure 1 for illustration of design and procedure.
The study used a mixed methods design (Creswell, 1994; Robson, 2002) to explore: 
family members’ experiences of services; relationships with health professionals; how 
they coped with post-injury changes; and factors that helped them cope. Many factors 
could potentially be thought to influence experience of services, some of which lend 
themselves to quantitative measurement, such as coping style and mood. However, 
exploration of attitudes, perceptions and beliefs about healthcare professionals is most 
suited to a qualitative methodology.
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HADS
Yes
NO.
CISS
NO. Administer 
questionnaires.
No. Go to auestionnaires
Introductory interview
Strategy checklist
(used)
Has
interview
been
conducted?
Finish, debrief and thank interviewee for their time
Yes. Go to semi-structured 
interview.
Vignette and strategy checklist (recommended)
Ouestion: what has the exnerience of interview been like for vou?
Question: would you say this 
is how you feel most of the 
time?
Understanding of brain injury questionnaire
Have the questionnaires been 
administered?
Does initial interview inspire 
participant to speak in detail about 
experiences with services?
Semi-structured interview about working with professionals 
and the positive and negative factors of service provision
Figure 1. Flow diagram of interview procedure. For full details of questions, see appendix F.
Questions:
a. Where did you learn these strategies? .
b. Was anything suggested that you did not use?
c. What would have been helpful from professionals?
Question:
How do you think you coped? (administer PCS) 
What helped you cope?
Have you ever felt the need for any counselling?
Questions:
Where did you learn this information?
Did any particular source help?
What was your prior understanding of Brain Injury?
How typical is your relative of a person with a brain injury?
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Relationships were investigated between coping styles, understanding of ABI and 
reported use of compensatory strategies. The data were contextualised with qualitative 
information from interviews with the same family members about their questionnaire 
responses. Relationships with professionals and satisfaction with services was 
explored through in-depth interviewing. The interview about relationships with 
professionals used an Interpretative Phenomological Analysis (IPA, Smith, 1996) 
methodology. IP A provides a systematic analysis technique to explore cognitions and 
experiences (Coyle & Rafalin, 2000), and so adopt an insider’s perspective as far as 
possible. This is crucial to identifying important factors that influence collaboration 
from the relative’s perspective.
IP A was considered the most appropriate method of qualitative analysis because the 
epistemology behind IP A assumes the existence of a physical reality, whilst 
acknowledging that representations of this reality are mediated through individual 
interpretation, influenced by language and culture. Since interviews explored 
perceptions of a confirmed reality (the interviewee’s involvement with rehabilitation 
professionals and services) it is important that this be acknowledged by the 
methodology. Social constructionist approaches, such as Discourse Analysis (Potter 
& Wetherell, 1987) were considered less appropriate for this research because they do 
not assume the interviewee’s account bears any relationship to reality and it is the 
researcher’s reading, whereas IP A tries to get alongside participants and represent 
their views.
An additional reason for choosing IP A is the emphasis on the role of my interpretative 
framework, influenced by clinical practice. As the researcher, I have my own 
interpretative framework and IP A methodology acknowledges the inevitable influence 
this will have on my interpretations of data. This was important because my 
experience and understanding of ABI services was from the perspective of a 
professional (see appendix E). I am also a family member, and I consider myself 
fortunate to have no relatives who have suffered an ABI. Conversely, the 
interviewees’ perspective was that of a non-professional family member of somebody 
who had suffered an ABI. Since the interviews addressed collaboration between 
family members and professionals, it was especially important that my position (and
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its influence over interpretation) was acknowledged. IP A was preferential to
Grounded Theory (Glaser & Strauss, 1967) because it was developed to study 
psychological processes, rather than social processes. Further, since IP A is still 
developing, it offers the researcher greater flexibility and opportunity for creativity 
than the well-established Grounded Theory (Willig, 2001).
The quantitative phase of the study used a cross-sectional, correlational design. 
Questionnaires were administered with each participant. Relationships amongst 
understanding of ABI, use of strategies, coping styles, anxiety, depression and 
perception of coping were explored using correlation co-efficients. Using the ‘G 
Power’ computer package (Erdfelder, Paul & Buchner, 1996), a power of .8, with a 
large effect size and alpha value of .05 ' requires a minimum sample of 21 for 
correlations.
Qualitative data were sought to answer research questions, as outlined in the 
introduction. Data were triangulated because questionnaires and interviews were 
addressing many of the same questions. .Qualitative data were complementary to 
questionnaire data because they elaborated upon participants’ responses and offered 
more depth to the study. This was appropriate to this study because some measures 
were self-designed, and interviews served as a means of evaluating their validity by 
asking the participants about their experience of completing the measure.
Participants
Criteria for inclusion in the study were:
■ To have lived with (or had daily contact with) their injured relative for at least six 
months post-injury.
■ The injured relative was over age 16 at time of injury.
■ The injured relative is not in a coma or persistent vegetative state
■ The interview was at least six months after injury
■ The interview was at most ten years after injury
■ Interviewee must be over age 18.
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Exclusions and opt-outs
Eighty-one families were approached and 30 people opted in. Initially, 21 families 
returned the opt-out forms, three of whom wrote letters explaining their decisions. 
The remaining families did not respond. After a second mail shot to 32 families, a 
further 4 people volunteered to participate. Four families opted-out and two families 
were no longer at the database address. Reasons for opting out included the 
following: the injured relative died; the family member no longer had daily contact; 
difficulties coping with the changes in their'relative; unable to find a convenient time 
for the interview.
The final sample comprised 32 participants from 25 families. All participants 
completed the questionnaires and the semi-structured interview. The interviewees 
were White British, with the exception of two; one mother was Black Caribbean and 
another mother was White French. Further description of the sample is in Table 2, 
and highlights participants selected for IP A.
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Table 2 . Participant demographics
Participant Relationship Age Type Months
of since 
injury injury
Participant Relationship Age Type Months 
of since 
injury injury
Theresa
Sarah
Shelia
Dave
Mother
Wife
Mother
Father
56 T 
45 NT 
63 T 
68 T
66
23
26
26
Laura Daughter 23 T 14
John Father 52 T 14
Nicola Mother 59 T 53
Hannah Mother 55 T 55
Kevin Father 56 T 55
Rosalind Mother 59 T 37
Jenny Mother 71 T 20
Philip Father 72 T 20
Clare Mother 55 0 76
Lisa Daughter 26 T 15
Liam Son-in-law 28 T 15
Pamela Mother
Stuart
Belinda
Sophie
Jade
Mother
Father
Mother
WiG
Wife
73 NT 31
Amanda 71 T 
68 T 
49 T
g
47 NT 
56 T
93
93
37
17'
51
Peter Husband 47 NT 41
Catherine Mother 59 0 10
Bert Father 76 T 30
Sally Mother 75 T 30
Matthew Partner 50 NT 28
Jasmine Partner 67 T 21
Marcus Father 56 T 21
Ü  Members of the same family, interviewed 
together.
ÉÜ Transcripts selected for IP A
Type of injury
T = traumatic
NT = non-traumatic sudden onset 
O = other
Participant’s names are changed to preserve anonymity.
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Figure 2
relationship to injured person
father
mother
The majority of participants (21) were female. Figure 2 illustrates that most 
participants were mothers (14) of the injured person. There was a similar 
representation of fathers (7) and partners or spouses (8). The mean age of participants 
was 56years (SD 13.4, range 23-76), and mean time since injury was 37months (SD 
22.5, range 10 - 93). Fifteen injured people had survived traumatic brain injuries 
(caused by impact to the brain, such as a road traffic accident: RTA), 6 had survived 
other sudden onset conditions, such as stroke, and 2 brain injuries occurred during 
surgery for other medical conditions. There were less injured people than participants 
because some members of the same family were interviewed.
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Figure 3.
percentage of severe and 
moderate injury in whole sample
s e v e r e  injury
Figure 3 illustrates that the majority of injuries were severe. Classification used the 
Glasgow Coma Scale (Teasdale & Jennett, 1974) or length of post traumatic amnesia 
(McMillan, et al, 1996). These ratings were obtained from relative’s reports during 
the interviews.
Pilot interviews
The interview schedule and questionnaires were piloted with a colleague, after which 
adaptations were made to questions to clarify what was expected from the participant. 
For details of changes, see appendix B.
Measures
All quantitative and qualitative measures are found in appendices F and G 
respectively.
The main measures used were: four questionnaires, one vignette and the semi­
structured interview. All 32 participants were seen face-to-face for interview and 
questionnaires. Open-ended questions were used to explore the participants’ 
responses to questionnaires. In keeping with an IP A approach (e.g. Smith, 1996)
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questions were broad to allow full expression of personal accounts. Figure 1 
illustrates administration of measures.
During the introduction to the research interview, I explained the purpose of the 
interview, sought consent (see appendix D) and ascertained demographic information. 
A time-line of services and support received was constructed to provide a context for 
the interview.
1. Understanding o f Brain Injury Questionnaire (UoBIQ).
This questionnaire is adapted from Springer et a l j s  (1997) questionnaire. The 
UoBIQ measures understanding of different aspects of ABI, from acute medical 
treatment to recovery and rehabilitation. Participants indicated their agreement with 
various statements on a 4-point Likert scale. This generates sub-scores for individual 
sections, and an overall score. No reliability and validity data are available.
The original questionnaire asked participants to either ‘agree’ or ‘disagree’ with 
statements. An ‘unsure’ response was added for this study. The ‘personal 
experience’ section was designed to generate information about individual 
experiences, which might link to understanding. Additional statements were added to 
the ‘seatbelts’ section (renamed ‘prevention’). The ‘rehabilitation’ section was 
designed to generate information about understanding of the principals of 
rehabilitation. See appendix F for individual statements.
2. Strategy checklist
The strategy checklist was compiled by the researcher. It is a list of 20 adaptive 
strategies, generated through discussion with two neuropsychology colleagues about 
strategies that they might recommend to families, plus a review of current literature 
(Sloane & Ponsford, 1995; Kehle et al, 1996; Hart et al, 2004; Keung Yuen & 
Benzing, 1996). The list consists of compensatory, environmental and behavioural 
strategies. Restorative strategies were not included since it was considered unlikely 
that family members would be involved with such strategies in the community. The 
‘errorless learning’ strategy is based on the work of Wilson et al, (1994).
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Participants were asked to tick the strategies they had used since their relative was 
injured, and add any unlisted strategies they used. The strategy checklist generates a 
single score of total number of strategies used.
3. Vignette
A 154-word, fictional vignette (appendix H) was based on my clinical experience and 
validated by a clinical neuropsychologist. It was adapted for parents or spouses. The 
story was divided into 3 sections, following recommendation from Finch (1987, cited 
in Barter & Renold, 2000). It provided basic information, making it necessary for 
participants to use other information, such as assumptions and knowledge of ABI, to 
influence their subsequent recommendations (West, 1982, cited in Barter & Renold, 
2000).
Participants indicate which strategies from the strategy checklist they would suggest 
to the man’s relatives. Reasons for their choice were discussed. This explored the 
application of ABI knowledge. Thus, the vignette generated quantitative information 
about number of strategies recommended and qualitative information about strategy 
selection.
4. Coping Inventory for Stressful Situations (CISS; Endler & Parker, 1999).
This was administered, which generates three measures of coping strategies used 
(emotion, task and avoidance-orientated coping). It lists 48 coping thoughts and 
activities, and the participant indicates the extent that they engage in them in stressful 
situations on a 5-point Likert scale. The CISS was developed and standardised with 
adults. Reliability is detailed in Table 3.
Table 3. Test-retest reliability (Endler & Parker, 1999)
Task Emotion Avoidance Avoidance
(distraction)
Avoidance 
(social diversion)
Adult
female
0.90 0.90 0.81 0.72 0.74
Adult
male
0.87 0.89 0.82 0.72 0.78
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Numerous validity studies show the CISS to be a multidimensional measure that 
independently assesses the dimensions of coping, described above (Endler & Parker, 
1999).
5. Perception o f Coping Scale (PCS)
This is a 200mm visual analogue scale (Luria, 1975). Anchor points are T coped very 
well’ and ‘I did not cope very well’. The participant is asked to rate how well they 
think they coped since their relative returned home to live with them. Their score is 
the point at which they mark the line between the two anchor points (i.e. distance 
from T did not cope very well’). Therefore, scores range from 0-200. Higher scores 
represent greater perceived success in coping. Visual analogue scales have shown 
good validity and excellent reliability in previous studies (de Boer et al, 2004).
6. Hospital Anxiety and Depression Scale (HADS; Zigmond & Snaith, 1983). 
This is a self-report forced-choice questionnaire. Seven questions relate to anxiety 
and seven to depression. A high score indicates a high level of depression or anxiety. 
Zigmond and Snaith (1983) found scores were significantly correlated with 
psychiatrists ratings (depression, r=.70; anxiety, r=.74). Bjelland et al, (2002) 
conducted a meta-analysis and concluded that Cronbach’s alpha for the anxiety scale 
was between .68-.93 (mean=.83) and for the depression scale was between .67-.90 
(mean=.82).
7. Semi-structured interview.
Participants were interviewed using a self-designed semi-structured interview. This 
interview developed the participant’s questionnaire responses and addressed family 
members’ experiences of professionals, and services they found helpful. The semi­
structured interview was planned to be- conducted after administration of 
questionnaires, although this process was reversed on approximately half the 
occasions because conversation was inspired by questionnaires.
Questions were designed to stimulate the participant to talk about the research 
questions. I was careful not to (i) be too directive in questioning (ii) use leading 
question (iii) use questions that reflected my own assumptions (iv) keep the questions
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simple, so they could be understood by all interviewees, (Coyle, 1996). The interview 
schedule was read by colleagues to ensure face validity.
Ethical approval
Ethical approval was sought and received from a multi-site ethics committee, the 
University of Surrey Advisory Committee on Ethics and Local NHS research and 
development committees. Letters of approval, and details of how potential ethical 
issues were addressed, can be found in appendix C.
Procedure
Recruitment
The families of people who survived ABI are listed on a database held by the ABI co­
ordinator. Of these families, those who met inclusion criteria were approached. 
Information sheets with opt-in forms and pre-paid return envelopes were distributed 
by the co-ordinator. Family members wishing to participate opted into the study by 
returning their form. The contact details of the families were only revealed once they 
returned their form. Potential participants were telephoned to check they met 
inclusion criteria and arrange the interview.
Data Collection
All participants chose to be interviewed at their homes and interviews were audio- 
taped.
The purpose of the study, requirements of the interview and confidentiality were 
explained before obtaining informed consent (appendix D). This process was 
structured using the ‘initial interview’. Questionnaires were administered in the 
following order: UoBIQ, strategy checklist (used), vignette, strategy checklist 
(recommended), CISS, PCS and HADS.- The semi-structured interview lasted 
approximately 45 minutes
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Questionnaires were originally planned before the in-depth interviews because 
structured questions allow the respondent to settle into the interview (Adrian Coyle, 
personal communication. 16 Feb 2004). However, during the introductory time-line 
of services, some participants spoke in detail about their experiences and appeared 
comfortable with talking openly from the start. In these instances, questionnaires 
were administered after the semi-structured interview, as detailed in the flow chart 
(Figure 1).
Nine participants were interviewed with their injured relative present. These 
interviews followed the same format as individual interviews. Each participant was 
asked discretely if it was possible to speak openly in front of their relative. Four 
participants informed me that they had felt unable to openly discuss coping with 
changes, although they had been able to speak openly about their experience of 
service and of working with professionals. Consequently, these interviews were not 
selected for full IP A analysis.
Interview
Interviews lasted approximately two hours. I used counselling interview techniques, 
such as paraphrasing, reflecting, summarising, empathising and genuineness to 
conduct the research interviews (Coyle, 1996). The counselling interview is 
supported as a responsible and effective means of addressing sensitive topics in 
research interviews (Coyle, 1996). To ensure I understood the participant correctly, I 
sometimes summarised what they had said in my own words and checked if I 
understood correctly. Sometimes, when participants were talking about issues that 
sounded similar to those raised in other interviews, I checked whether they would 
agree with what other interviewees said, but gave the opportunity to refute any 
suggestions. As the interviews progressed, I began to recognise similar themes 
between the interviews, and consequently asked the participant to elaborate more on 
these themes than the other areas of the interview. Examples on a spectrum of 
possibilities were created and used as prompts if required. I was careful not to 
conduct the research interview as a therapeutic session (Weiss, 1994).
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Transcriptions
Audio tapes were transcribed verbatim (with the exclusion of any contributions by the 
injured relative) by myself and four colleagues (see appendix L for example). The 
exclusion of comments by the injured relative is not intended to reflect upon the 
relative worth of their comments. Comments were not transcribed because informed 
consent had not been sought from the injured relative to include their comments in the 
research. However, where comments prompted the family member to recall 
information, the prompt was maintained in the transcription.
Data analysis
Quantitative methods of data analysis were used to explore relationships between 
knowledge of ABI, reported use of strategies, coping style and mood. Data were 
explored to ascertain whether parametric assumptions were violated, after which 
appropriate statistical tests were selected. Parametric tests were used where possible.
Qualitative IP A analysis can be informed by, and contribute to, existing psychological 
theory which is unlike Grounded Theory (Glaser & Strauss, 1967). Grounded Theory 
works towards the development of a theory. As described earlier, there are many 
factors that potentially contribute to the complex relationship between family and 
professionals about which there is a body of research. Therefore, it is appropriate to 
allow the data to be shaped by theory during analysis.
All 32 interviews were included in a preliminary top-down theme analysis (Dallos & 
Vetere, 2005), following which four interviews were selected for full IP A. Analysis 
was guided by Smith et ti/.’s (1999) recommendations for conducting IP A, in addition 
to considering the important criteria in evaluating the quality of analysis as outlined 
by Elliott et a l (1999).
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The analysis process
Theme Analysis
All 32 transcripts were initially analysed with a top-down theme analysis (Dallos & 
Vetere, 2005), led by the research questions. This involves analysing parts of each 
transcript where the participant has spoken about the research question. This analysis 
only linked themes arising within responses to question areas (i.e. information sources 
and desired information). Links were not made between responses to different 
questions (i.e. information received and collaboration with professionals). It was not 
feasible, within the time frame of this study, to analyse all transcripts with IP A. 
However, theme analysis provided a clear summary of themes and individual 
responses to questions.
For each question, responses were blended with supporting quotes on a separate sheet 
of paper. From this it was possible to see how representative an idea was of the whole 
sample. A copy of theme analysis for one question can be found in appendix N.
IPA
Four transcripts were analysed using IPA. This illustrated links between themes and 
between research questions, and offered a more complete representation of 
participant’s beliefs and experiences.
I blended the emergent themes of the first two IP As to develop superordinate themes. 
This blend demonstrated some similarities between themes, and some idiosyncratic 
themes. To explore idiosyncrasies and convergent themes, two more transcripts were 
analysed using IPA as described above. Emergent themes from all IP As were blended 
to produce superordinate and master themes (appendix O). Links between themes 
were made because participants spoke about connections between experiences, their 
interpretations and their reactions.
In order to assess validity of analysis, one transcript was analysed by two independent 
auditors and a comparison made with my own emerging themes. Both raters
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generated very similar themes to my own. An example of analysis can be found in 
appendix M.
Reliability and Validity
Yardley (2000) outlines three essential qualities by which qualitative research may be 
evaluated, which are discussed below.
Sensitivity to context
The theoretical context of research is important, as noted above, in shaping 
interpretations of the data. However, care was taken to ensure all themes were 
grounded within the data and I was careful to note when interpretations were made 
based on psychological theory. The social context of research is crucial to the 
interpretation of data because different languages and cultures might perceive or 
express themselves differently. Further, my relationship to the participants as a 
younger, white female clinician-researcher was acknowledged as being likely to 
influence the interaction in the interview, through differences in knowledge, power 
and perspective. For further information about my speaking position, see appendix E.
Commitment, rigour, transparency and coherence
Commitment requires a thorough approach to data collection, analysis and report, 
which includes commitment to the subject area, familiarity with the data and 
competence with the research methods. The rigour of this study is found in the ample 
provision of data, sufficient for IPA. Transparency and coherence relate to the clarity 
with which the method and data analysis are reported in the study’s write up. 
Transparency also refers to the importance of disclosing all details of the research 
process. The use of other qualitative analysts is a recognised ‘credibility check’, as is 
the triangulation of qualitative data with quantitative data (Elliot et al, 1999).
I was interviewed about the interview experience by a colleague, both before and after 
the research interviews. This was a means of recording and reflecting on my position 
at the two time points (see appendix E).
Impact and importance
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The fundamental test of research validity is whether it provides useful or important 
information. Clinical implications are discussed and suggestions will be disseminated 
to service providers and so impact upon clinical service provision, and support 
structures for family members. Although the findings of this research will be based 
on a small sample it is hoped that these findings will be generative and provide 
researchers and clinicians with a useful conceptual framework about the perspective 
of family members.
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Results 
Overview
Analysis incorporated four phases as follows:
1. Exploratory and descriptive analysis.
■ Explorations of patterns within data using box plots.
■ Reliability analysis of questionnaire data.
■ Data were checked for normal distributions.
2. Statistical tests
■ To investigate research hypotheses.
3. Theme analysis.
■ Themes about information and understanding, strategy use, working 
with professionals, and coping were drawn from transcripts
4. Interpretative phenomological analysis.
■ To elucidate links between themes and contextualise theme analysis.
■ Allowed the researcher to get alongside each participant’s experience.
Exploratory and descriptive analyses
Questionnaire data were explored using box-plots for the whole sample, as illustrated 
in Figures 4-6. Box-plots represent the distribution of scores within a sample by a 
thin line. The box length represents the interquartile range, and the thick line within 
the box represents the median (Green & Salkind, 2003). Range of scores is illustrated 
on the x axis, and variable measured by the questionnaire is illustrated on the y axis.
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Figure 4. Reported use of each coping strategy, measured by the CISS.
Figure 4 illustrates approximately equal use of five coping strategies within the 
sample. Task-oriented strategies were most reported, and distraction strategies least 
reported. Median values are similar, but standard deviations are large. There are no 
outliers.
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Figure 5. Distribution of anxiety and depression scores as measured using the 
HADS. Perception of coping is represented as measured by the PCS.
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Figure 5 illustrates that people reported more anxiety than depression. Standard 
deviation of scores on the anxiety scale, is large, and consequently, also large for the 
total HADS scores. Maximum PCS score was 20; most people considered themselves 
to have coped well. Outliers are illustrated by participant number. Participant 32 
(Marcus) was severely depressed and perceived himself as not coping well. 
Participant 15 (Lisa) also demonstrated high depression and scored <25th centile on 
the PCS, indicating she thought she had not coped well.
HADS scores showed that seven people scored above the clinical cut-off for 
depression (Zigmond & Snaith, 1983) and 20 for anxiety. Four people reported 
moderate-severe depression. Eleven people reported moderate-severe anxiety. The 
majority of people were within normal anxiety and depression levels and therefore, 
were coping. See Table 4.
Category
Normal mild moderate Severe
Anxiety 12 9 7 4
Depression 25 3 3 1
Table 4. Prevalence of anxiety and depression within this sample.
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Figure 6. Distribution of scores (in percent) on each UoBIQ subsection from the 
whole sample. Responses range from 20%-100% correct within each subsection.
Figure 6 shows percentage scores for each UoBIQ subsection. Participants 
demonstrated greatest understanding about recovery, sequelae and rehabilitation, with 
less understanding of amnesia and prevention. Outliers were participants 8 (Nicola), 
12 (Phillip) and 32 (Marcus). These people presented as struggling to cope, but this 
was only reflected in Marcus’ HADS score. Marcus reported feeling ‘hopeless’, 
Nicola was ‘very sad’, although she had a strong religious faith, and Phillip was 
‘frustrated’ by his son’s lack of progress. Phillip and Marcus showed poor 
understanding of ‘recovery’ and ‘rehabilitation’. Nicola scored just <25th centile on 
‘recovery’ and <25th centile for ‘rehabilitation’.
Percentages of people who gave the correct answers to each question of the UoBIQ 
are illustrated in appendix J. People generally have a poor understanding of ABI. 
Common misconceptions are listed below, with the number of people endorsing this 
item in brackets:
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■ Memory to be like a muscle (28);
■ Complete recovery from a severe brain injury is possible, if the person wants 
to recover badly enough (14);
■ How quickly a person recovers depends on how hard he or she works at 
recovering (12);
■ To ask someone with a brain injury is the most accurate and informative way 
to find out how they have progressed (14);
■ Relatives understood that their relative’s difficulties were permanent rather 
than temporary (27).
The UoBIQ asked participants about the cause of their relative’s injury. People 
understood their relative’s injury to result from the following causes:
■ Chance (12)
■ The injured person’s behaviour (6)
■ Other people’s behaviour (14)
■ Poor medical care (4). People also perceived that mistakes were made in acute 
care, that they felt worsened the effects of their relative’s injury, although did 
not cause the injury.
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Figure 7. Range of the number of ‘strategies used’ by the participant and ‘strategies 
recommended’ for the vignette.
Number of strategies used was approximately equal to strategies recommended. 
However, there was substantial variance in the scores.
Reliability
To investigate internal reliability of each measurement, alpha coefficients were 
calculated for each subsection of each questionnaire (Table 5).
Initial coefficients for UoBIQ sub-sections were unsatisfactory. They improved after 
statements were removed or categorised under a different subsection. For example 
‘memory is like a muscle; it gets better if you work at i f  was moved from ‘amnesia’ 
to the ‘rehabilitation’ section because it was most correlated with statements in that 
section. ‘Unconsciousness’ and ‘brain damage’ sections included many ‘unsure’ 
responses and this low variation among responses may account for low alpha co­
efficients. These sections were removed. The original and revised questionnaires can 
be found in appendix F and I respectively.
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Table 5. Reliability co-efficients for questionnaires
Questionnaire Sub section Alpha co efficient
Prevention .57
Brain Damage -.34*
UoBIQ Unconsciousness .07*
Amnesia .45
Recovery .57
Sequelae .74
Rehabilitation .66
Task-oriented • .77
CISS Emotion-oriented .84
Avoidance-oriented .81
Social diversion .78
Distraction .65
HADS Anxiety .79
Depression .82
* section removed
The validity of the PCS was investigated by exploring how well it correlated with 
measures of anxiety and depression. High PCS scores indicate the participant 
perceives themselves as coping successfully. This could reasonably be expected to 
correlate negatively with psychological distress. Therefore one-tailed Spearman’s rho 
correlations were used. Depression (rf30)=-0.49, p=0.009) and anxiety (r(30)=-0.33, 
p=0.06) were negatively correlated with PCS score. This supports the validity of the
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Distributions
Each data set was assessed for normality. Data sets with significant skew, kurtosis or 
Kolmogorov-Smimov Z test results were not normally distributed. Many factors had 
a bi-modal distribution. These were not transformed and instead non-parametric tests 
were used with these factors. Scatter plots were visually inspected for outliers, which 
were removed before analysis.
Statistical analyses
All analyses were one-tailed Spearman’s rho correlations, unless otherwise stated. 
Some results are not reported due to low levels of statistical power, which increases 
the risk of type II error. These analyses can be found in appendix K.
Understanding of brain injury
1. A positive correlation is predicted between understanding o f brain injury 
and reported number o f rehabilitation strategies used.
The correlation was not significant (r(29)=.07 j9=0.35).
Correlations between strategy use and different factors of understanding were also 
explored. Results were all non-significant, but not reported due to low power.
There is no relationship between UoBIQ score and use of rehabilitation 
strategies.
2. A positive correlation is predicted between understanding o f brain injury 
and use o f task-orientated coping strategies.
The correlation was not significant (r(29)= .06,/>=0.39).
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Correlation between use of task-orientated coping strategies and different factors of 
understanding were investigated. Results were all non-significant, but not reported 
due to low power.
There is no relationship between UoBIQ score and use of task-oriented coping 
strategies in this data.
3. A positive correlation is predicted between the number o f sources o f  
information that people used and their use o f task-oriented coping 
strategies.
The correlation was not significant (r(30)=-.26.,^=0.08).
To further investigate this hypothesis, the number of information sources was 
correlated with UoBIQ subsections, and with reported number of strategies used. 
Results of all correlations were non-significant and not reported due to low power.
There is no relationship between number of information sources reported and 
use of task-oriented coping strategies in this data.
Rehabilitation strategies
4. A positive correlation is predicted between number o f rehabilitation 
strategies used and use o f task-oriented coping strategies
This relationship was investigated using a one-tailed Pearson’s product moment 
correlation. The correlation was significant (r(29)=-.33 /?=0.03, power=0.6).
Use of task-oriented coping strategies is negatively related to reported number of 
rehabilitation strategies used in this data.
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Coping
5(a) Use o f task-oriented coping strategies will be negatively related to 
levels o f levels o f anxiety and depression.
5(b) Use o f emotion-oriented coping strategies will be positively related to 
levels o f anxiety and depression.
5(c) Use o f avoidance-oriented coping strategies will be positively related to 
levels o f anxiety and depression. •
The relationships between coping strategies, anxiety, depression and perception of 
coping were investigated. Perception of coping was explored since it also relates to 
psychological distress. Results are shown in Table 6.
Table 6. Correlations of mood with use of coping strategies.
Coping style Depression 
r(30) f
Anxiety 
r(30) R
Perception of coping 
r(30) R
Task -.360 0.02 -.098 0.30 r(29)= .055* 0.40
Emotion .295 0.05 .248 0.09 -.178 0.20
Avoidant -.188 0.15 ' .143 0.22 -.108* 0.31
Avoidant (distraction) .128 0.24 .367 0.02 -.377 0.03
Avoidant (social diversion) -.359 0.02 -.122 0.25 .138 0.26
*Pearson’s product moment correlation
Results
5(a). Use of task-oriented strategies is negatively related to depression, but not 
significantly related to anxiety.
5(b). Use of emotion-oriented strategies are positively related to depression but not 
significantly related to anxiety.
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5(c). Use of avoidance strategies overall are not related to anxiety and depression. 
However, use of an avoidant-distraction coping style is positively related to level of 
anxiety. Additionally, use of an avoidant-social coping style is negatively related to 
depression. The latter is contrary to predictions.
The findings support the hypothesis that task-oriented strategies are adaptive, and 
some avoidant styles are maladaptive. It is interesting that a style of avoidance- 
distraction was related to lower perceptions about coping effectiveness, but perception 
of coping was otherwise unrelated to coping style.
Additional considerations
It was not possible to explore differences in mood and perceptions of coping between 
spouses and parents, males and females, or people who had and had not received 
rehabilitation. There was insufficient power to use tests of difference within this 
sample. It was not possible to perform a regression analysis because some of the data 
were not normally distributed and the sample size was too small (Green & Salkind, 
2003; Tabachnick & Fidell, 2001).
Although correlations were significant at p<0:05, they would not be significant if the 
Bonferroni correction was applied. Therefore, all significant correlations must be 
interpreted with care and there is an increased risk of type II error, due to multiple 
correlations.
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Theme Analysis
The themes of each question, extracted by theme analysis, are summarised in Table?.
Table 7. Emergent themes from theme analysis
Topic of research question Emergent themes
Information and understanding Amount of information 
Timing and sources of information 
Understanding changes post-injury
Strategies Source of strategy 
Obstacles to strategy use 
Strategy rationale
Working with professionals Personal qualities 
Professional qualities 
Expectations
. Isolation and involvement
Coping Social support 
Hope
Variety of styles 
Changed perspective on life
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Information and understanding
The sources that people used to learn about ABI are illustrated in Figure 8 according 
to how frequently participants used them. Belinda said she “wanted information 
badlÿ' (p.20) and Catherine explained why information was so important:
"...I need to understand it.. .because if I could understand what was 
going on then I knew how best to cope and how to help...” (p.9).
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Participants used between 2 and 7 sources (mean=4). Everyone gained information 
from rehabilitation professionals and their own experiences.
Amount of information
Most people would have liked more information, but three participants did not agree. 
Belinda commented that: “if  you go into it too much you start thinking, (ooh no he 
could have these psychotic things’ and then you start imaging things...” (p.24). 
Nathan felt a carer’s information book “painted a bad picture o f it ti//”(p.6) and 
Margaret also felt too much information was unhelpful: “it could be even worse, so I  
get terrified just reading”
Timing & sourcing help
Most participants commented on the importance of the timing of information 
provision. Jasmine couldn’t remember what she was told during the early stages of 
her partner’s recovery: “I  was in shock; I  was just trying to take it all on board at the 
time” (p7). Participants said they wanted certain types of information but if it were 
too early they would not have listened, and if it were too late it would seem irrelevant. 
Just as people recover at different rates, people’s need for information and support is 
idiosyncratic.
People expressed a wish for information about where to find “...someone to help us” 
(Nicola, p. 12) and about the sorts of available help. Matthew said “it’s very sad that I  
had to go to my GP to find out where to start...there is just no information pack” (p6). 
Three others said they went to their GP as a last resort.
Participants said a list of contacts would be useful for them to explore at their leisure. 
For example, Belinda thought . .it would have been nice i f  anybody had just come in 
there and just said “look here’s some information for when you, i f  you want to 
contact anything”...” (p.9). Conversely, some said they were given contacts but had 
not used them because they did not “...want to bother him, he must be busy...” 
(Nicola, p. 14). This latter group of people said it would be ideal if somebody would 
make contact with them intermittently to “check how they’re coping” (Amanda, p.6).
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Six participants said they would like more contact with other families. An example of 
this is John:
“...something that would have been useful would have been to talk to 
someone who’d actually gone through the experience!"(p.9).
Understanding changes post-injury
Participants who recalled receiving limited information from services, expressed a 
reluctance to attend generic education courses about ABI and a preference for specific 
information about their relative. However, Nathan described the generic ABI course 
as:
“ ...excellent...it explained things that would never come back, 
whereas others were telling us it might or should come back but he 
was straight to the point and he obviously knew what he was talking 
about...”(p.3).
All seven people who attended the course agreed that a secondary benefit of attending 
the course was “to talk to other people who really knew how you fe lt” (Tracey, p.11). 
Those who did not attend the course identified books and the internet as useful, in 
addition to rehabilitation professionals.
Overall, participants wanted to know “what is diable to happen? ’ (Rosalind, p. 12), and 
'what is the times cale? ’ (Stuart, p.6). Kevin explained that his son “slept a lot... and 
we thought ‘is he okay, should he be up there sleeping so much? ’.. .(p.5).” Similarly, 
Matthew asked 'should this happen?' (p. 10) about changes in his wife’s behaviour. 
Family members wanted information about 'how do I  cope with her behaviour?' 
(Theresa, p.6) and 'what can I  do to help him?' (Amanda, p.7). These quotes 
illustrate a need for practical information about what to expect and how they could 
help their relative’s recovery.
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Rehabilitation Strategies
Source of strategy
All interviewees conceptualised strategies as ways in which they adapted their 
lifestyles, houses and behaviour to help their relative, based on their own experience 
of living together. Laura and her father would “sometimes sit down and think ‘well, 
how else can we try this? \ . (p,5) but their approach was uncommon. Although ten 
participants conceptualised adaptations as ‘strategies’, they were rarely formalised 
procedures. Thus, it seemed difficult for participants to recall which strategies they 
had and had not used.
Twenty-nine participants compared their development of compensatory strategies to 
‘common senses' (Sally, p.8) and explained that ‘/  have allowed him more time 
because I ’ve got no other option’ (Margaret, p .14). Belinda’s son told her when it 
was difficult to concentrate:
“ ...he was very susceptible to noise...he couldn’t bear any anything 
and I have the radio in here all the time and he’d come in and switch 
it off. He could only focus on one; if We were talking there couldn’t 
be anything else.. .he told me” (p. 12).
Interestingly, although many participants cited professionals as a source of 
information, they cited themselves and their injured relative as the primary strategy 
source. Some strategies such as ‘use of a diary’, ‘use of a whiteboard’ and “rhythmic 
intention ’’(Keith, p. 10) were strategies suggested by rehabilitation professionals. 
However, exploring use of strategies did not naturally open up conversation about 
relationships with professionals, as was hoped.
Obstacles to strategy use
Strategies were discontinued by some participants who felt ‘he doesn’t need that 
anymore ’(Hannah, p.7). Other people discontinued strategies, or were unable to 
support their relative’s use of them, because their relative refused or could not 
remember to use it. Unfortunately, Tracey, Margaret and Nicola’s persistence with
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strategies was responded to with aggression or violence. Tracey explained she “felt 
that i f  he didn’t want to do it then we were doomed to failure to start with... "(p.7).
Tracey was seeking strategies to manage aggressive behaviour, so cognitive strategies 
seemed irrelevant and secondary to the ‘real’ problem. Such perceived irrelevance of 
strategies might feed into the family’s perception of the professional as incompetent 
(see below). Overall, it was a challenge for family members to adhere to strategies 
when they were not perceived as individually tailored.
Understanding and rationale behind strategies '
As illustrated below, most families were able to generate adaptive strategies 
independently of services:
“...it’s like bringing up a child again...you do what you think is 
best”(Theresa, p. 11 ).
“.. .you see what you’ve got in front of you, and you think; well, this 
seems to help”(Margaret, p.15)
Participants were asked about the help they would have liked around strategies. This 
question revealed that family members found “it was nice to know I  was doing the 
right Z/zmg”(Kevin, p. 13). Sometimes participants were using a useful strategy 
without understanding why it was useful. For example, ‘errorless learning’ was often 
used because “...it might not be helpful to make him guess. It might be making him 
lose his temper.. .’’(John, p.6), when the theoretical rationale is to avoid learning 
incorrect information (Wilson et al, 1994).
Some families did appear to be using unhelpful strategies. For example, Phillip 
reported calling his son ‘lazy’ for not doing his decorating. These participants 
expressed confusion at the strategy checklist and questioned why strategies might be 
helpful (such as ‘allowing time for relaxation’). Another interviewee appeared 
defensive; when asked if she reminds her son to do things; she replied 'I  never nagged 
him to do anything’(Sd\\y, p6). One interprétation why this provoked a defensive
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response might be because Sally wanted to prompt him, but saw it as a negative act of 
‘nagging’. Perhaps her strategy was not always effective. Similarly, Tracey’s 
strategy of avoiding conflict was not always possible.
Vignettes
Rationale for recommended strategies highlighted a lack of understanding of 
rehabilitation. For example, Margaret talks about a strategy she discovered 
independently of services:
“...he hates noise. He likes his classical music. So he’ll sit in his 
chair if he gets really down and with Very soft music. I don’t know 
what it does to him, but it does.”(p.l5).
Nineteen people recommended more strategies than they used, which was mostly 
explained as a ‘council o f perfection ’(Shelia, p .15). Lack of information about the 
vignette character led people to be over-inclusive about their recommendations. 
People who attended the ABI course explained the difficulty of talking when the 
television is on as ‘over loading’. However, none of the participants could explain the 
rationale for all strategies they used or recommended.
Working with professionals
Personal qualities
Personal characteristics, such as friendliness' (Sally, p.6), ‘down to earth ’ (Margaret, 
p.2), ‘kindness' (Jenny, p4) and a ‘sense o f humour’ (Dave, p .14) were helpful in 
developing a positive relationship. Other qualities such as ‘calm’, ‘likeable’ and 
‘compassionate’ also described helpful professionals. Professionals who the family 
felt negatively towards were described as ‘cold’, ‘false’ and ‘defensive’. John 
explained his dislike for the psychiatrist .who worked with his wife; he felt the 
psychiatrist did not understand his wife’s condition and felt irritated and patronised by 
continuous references to him as ‘my man’ (p. 13). Ten other family members also 
spoke of annoyance when professionals ‘spoke down’ to them.
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Professional qualities
In the absence of desirable personal qualities, successful relationships were apparently 
possible if the professional holds essential professional qualities of competence and 
respect.
“...he was not the most communicative of chaps, but...a damm 
good surgeon. That I can cope with; it was the attitude of some of 
his people who did the rounds after him.. .’’(Peter, p. 10)
The opposite did not occur; people who held attractive personal qualities but did not 
demonstrate competence and respect, were professionals who the family were unable 
to successfully engage with;
“They were good people, even though I don’t think they could do what 
we really needed.. .’’(Penelope, p.24).
Tracey alluded to an idea that to be likeable is not sufficient. She spoke of her son’s 
carers in rehabilitation as ‘smashing people’ (p. 12) but continued to question their 
competence; “perhaps they need to go on the brain injury course!”(p.10).
Twenty-two people identified honesty and listening as crucial professional qualities. 
People consistently reported that they would rather hear bad news, or that nobody can 
answer their questions, than be ignored or given false reassurance. Listening and 
honesty were interpreted as communications of respect. Four family members said 
they valued a professional who was ‘approachable’ and 17 said it was important to be 
given opportunities to ask questions. Jasmine said it was “excellent” that she was 
treated “as an equal”(p.l). Two family members referred to professionals’ 
experience; “She’s qualified to say these things'” (Lisa, p. 17) and a further 20 were 
relieved that somebody could understand and empathise with their situation. For 
example, John described his meeting with a neuropsychologist:
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“It’s the first time someone has actually sat down with us and 
appears to have given you time and hasn’t rushed. Has gone 
through and explained that everything we’re experiencing is 
quite normal”(p.l2)
These ideas were interpreted as communications and of recognition of competence. 
Competence was also communicated by knowing appropriate sources of information, 
drawing diagrams to explain information, giving feedback on assessments and 
offering practical suggestions about management of difficult situations, such as 
strategies.
Expectations
Diverging expectations or questions about .the value and utility of professional 
interventions are reasons for break down in working relationships (Watson & 
Greenburg, 1995). Sixteen people expressed disappointment with services. Pamela 
was upset that her son’s speech therapist was not doing what she expected, and 
Tracey spoke directly about disappointed expectations of rehabilitation:
“ ...I said to Paul [injured son], “That’s exactly what I wanted the 
therapist to do”. He [another patient]...couldn’t speak...the therapist 
was with him every day speaking to him...it was this one-to-one 
speech, it was what I call ‘speech therapy’...that is what I wanted him 
to have”(Pamela, p.31).
“. ...maybe it’s that I expect too much from these places, I don’t know.
They just don’t come up to my expectations. Perhaps it’s that I 
really...! suppose perhaps I’m so desperate to...move him on...Cos I 
know he won’t ever be 100% but, you know, he’s got potential there 
and they should try and get him to his best potential.. .’’(Tracey, p. 13)
Another aspect of expectations is about developing a sense of hopelessness about 
professional help: “what can they do anyway? ’’(Marcus, p.7). Margaret’s experiences
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of medical mistakes and dishonesty during her husband’s acute medical care, led her 
to be sceptical of professionals:
“I was very sceptical about anybody who came in here. And at that 
time.. .1 was very prickly. I was very aggressive.”(Margaret, p. 13).
Isolation and involvement
Some participants felt isolated because of a general absence of services, described in 
the ‘information’ theme. Others, like Sophie, described conflict with professionals 
about feeling uninvolved with care:
“ ...where we’ve had problems with so-called professionals within 
the health system is the ones who meet Richard for ten minutes and 
then immediately have judgement.. .they don’t get to know him as 
a person; he’s a clinical case so they don’t care about our 
background or what sort of people we are, or what sort of 
personalities we are or what we ourselves can offer, or how we can 
help ourselves...”(p.33)
Family members, such as Stuart and Amanda (p. 12), spoke highly of professionals 
who took a personal interest in their relative and who maybe extended their working 
hours to ensure their relative’s needs were met. This flexibility helped to 
communicate empathy for the family situation, but was not necessary to all families in 
order to develop successful working relationships. People also expressed isolation 
from friends. Taking a personal interest would be a means of increasing the 
professional’s knowledge about the individual prior to injury. This was identified as 
necessary to the development of collaboration (DePompei & Williams, 1994).
Coping
“Our whole life plan disintegrated, it’s gone out the window, our savings are 
all gone, we haven’t got anything, you know the only thing we’ve got now is 
this place [home].. .’’(Sophie, p.41)
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Eight participants described a trauma reaction, and all participants described major 
life changes resulting from their relative’s injury. John described the weeks 
surrounding his wife’s suicide attempt as “...like somebody turned the sound 
o ff\p .l) . Tracey described ongoing heightened anxiety and re-experiencing the night 
when police told her that her son was assaulted. Hannah recalled:
“.. .the initial message was about half one in the morning.. .you wake 
up to the phone ringing and it’s the hospital.. .that really did give me 
a hell of a shock...!, even now, dream the phone’s ringing 
sometimes but it’s not.. .”(p.9).
Despite this, many participants’ levels of depression and anxiety were below clinical 
cut-offs. Therefore, many of these families were coping, such as Catherine; “One has 
to cope the best one can... ” Below are factors'that enhanced coping.
Social support
A general misunderstanding about the severity and implications of ABI was a 
frustration for all participants. Peter explained that “ .. .the ‘goodwill network’ usually 
melts away after about 6 months... "(p. 14). Most participants referred to the 
invisibility of disability and associated lack of understanding and sympathy from the 
public and non-specialist services. This was also recognised in Swift & Wilson’s 
(2001) research. Sarah recalled the difference between visible and invisible 
disabilities:
“The Blind People came round and gave him a White Stick... we 
took it to a music festival, and we couldn't believe the 
difference...all the while he's bumping into people...because he 
genuinely can't see them, and they're getting really nasty with him, 
but as soon as you show them the White Stick, they're like "oh, sorry 
mate, sorry mate", and so it was much easier for us”(p.4).
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Penelope and Margaret also felt that people arid services would be more supportive if 
their relative was visibly disabled:
“ ...you see she doesn’t look ‘not alright’, this is one of the biggest 
problems; she looks alright...’’(Penelope, p.9).
When professionals were able to acknowledge the impact of the situation on the 
family, through empathy, compassion and informed practical support, this was 
helpful. Many participants alluded to a sense of hope from this. Although many were 
interested in group support and information, 12 people said attending groups is 
difficult due to practicalities of location and time. However, people offered 
alternative explanations for non-attendance, such as:
“I’m not a joiner...to go and listen to a group of people talking about 
the very thing I’m trying to get away from would drive me 
nuts!...’’(Margaret, p. 10).
Others alluded to the idea that avoiding support groups might avoid the problem and 
“...if you don’t go, it might all go <2 w # /’(John, p.9), and Nathan agreed that “a// the 
help was offered but...you don’t want the help...butyou t/o”(p.ll). These two male 
relatives expressed this seemingly avoidant opinion most strongly. However, other 
females also preferred to take time away from their injured relative, and instead visit a 
friend. People found their friends and family to be a primary source of support and 
agreed with Sarah that “the greatest support has been my husband [injured relative]” 
(p.15).
People held mixed opinions about seeing a counsellor. Some said it would not have 
been practical when they needed it, others would not have known how to find a 
counsellor. Belinda explained...
“ ...a counsellor would not have given that [information], but it would 
have been nice to talk about the finer details of things that went on at 
that time....”(p.20).
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In retrospect, 10 people said they would have benefited from sessions with a 
counsellor, but were unlikely to have accepted help at the time because their relative’s 
wellbeing took priority. Many said that if they were handed information about 
counselling services they might have accessed them when the timing was right for 
them. Unfortunately, two people reported unhelpful experiences of counsellors 
because the counsellor did not understand ABI sequelae and particularly the 
behavioural changes.
Hope
Watching their relative recover was cited by almost all the participants as a source of 
encouragement: “I  think it was just Jack’s recovery and knowing how lucky we were 
that he did recover”(Belinda, p.21). Small signs of progress continued to be 
encouraging long into recovery. Sometimes recovery, and the hope it provokes, is 
contrary to medical opinion. Hope can be seen as adaptive and sometimes necessary 
for family coping (DePompei & Williams, 1994). For example, Theresa explained 
that even after eight years “. . . /  suppose in the back o f my mind I  know...but I  just 
hope some miracle will happen.”(p.5).
Variety of styles
Most couples had different coping styles, and described them as “good...cos you get a 
WaMce’’(Catherine, p. 14). When I spoke with individuals about support, they often 
referred positively to these complimentary differences in perspective between 
themselves and their partner. Similarly, the different and often more detached, 
professional perspective was appreciated:
“ ...sometimes a detached viewpoint was helpful...as a mother, it 
doesn’t come naturally to push them [your children] away and it was 
helpful for them [professionals] ' to support you in the 
decision.”(Catherine, p. 15).
“.. .there wasn’t really anything to talk about; we were just doing it. I 
did talk to my friends and they were very very supportive. I would
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have liked to talk to somebody who knew a bit more about the 
situation on a professional level.. (Belinda, pl9).
Some people said it is difficult to explain their coping style because the strategies they 
use depend on the stressor, how they feel at the time, what is available to help them 
cope, and whether it is a short or long term stressor. This supports the literature on 
differences between ‘state’ and ‘trait’ coping behaviour (Endler & Parker, 1994), 
which proposes that situational factors may override one’s preferential style of coping 
and therefore people use a variety of strategies.
Change
Several people spoke about positive consequences of their relative’s injury. People 
described a “new perspective on life” (Keith, p. 18) and “more quality time” (Theresa, 
p.3) with her daughter. An interpretation is that these beliefs are adaptive in making 
sense of change. DePompei and Williams (1994) note that some families reach 
acceptance without framing disability in a ‘fatalistic and negative way’(p.72).
Interpretative Phenomological Analysis
Four transcripts were analysed with a full IP A. Initially Tracey3 and Margaret were 
chosen because they were considered to be exemplars of the research question. 
Tracey was dissatisfied with rehabilitation services and gave an account of why she 
felt disappointed. Margaret was also dissatisfied, and explained how she became 
cynical of professionals but later overcame this to develop a positive alliance.
Nathan and Penelope were subsequently chosen because they were both parents 
whose daughters were injured in road traffic accidents. Nathan was positive about 
services. He described how he coped and how the rehabilitation team supported his 
daughter’s recovery. Penelope spoke about her ‘battle’ with services to find the 
appropriate care. These four participants spoke about positive and negative aspects of 
working with professionals.
3 All names o f participants, professionals and services have been changed to protect anonymity.
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Emergent themes, superordinate and master themes were generated (Table 9). 
Superordinate theme names were chosen because they best describe their themes. 
Some themes overlap with those from the theme analysis. Interpretations were made 
in the context of relevant theory.
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Table 8. Themes from IPA
Master theme Superordinate theme Emergent themes
Importance of family support
Emotional and physical Anxiety
Personal impact impact Grief reaction 
Physical illness 
Sleep disturbance
Loss Future plans 
Relative’s personality 
Changes in role and family life
Frustration and Ongoing difficulties
hopelessness Ongoing lack of understanding 
Professionals failing to meet expectations
Friends and social support
Understanding Misunderstanding of Services
and knowledge others Impact on family 
Visibility of disability
Mismatch in expectations Information
Explanation
Acknowledgement
Listening and personal Involvement
Communication interest Answering questions
style Necessary characteristics Honesty
of professionals • Competence
Power
Likeable characteristics of Personal interest
professionals Calm
Friendly
These themes are very similar to those extracted from the theme analysis. Therefore, 
subsequent discussion will focus on links between themes as they developed from the 
IPA.
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Personal impact
Emotional and physical impact
All four participants described substantial increases of anxiety and “Worry, worry. 
What's going to happen? It's all very stressful, very w o rry n ?g ” (P e n e lo p e , p.20) since 
the injury. It is beyond the scope of this section to detail the extent of emotional 
impact on family members. However, some descriptions of emotional and physical 
changes are presented below:
“...it sounds selfish.. .1 got very possessive of Jenny [daughter]... at 
the time it was horrendous...we [Nathan and his wife] never spoke 
to each other for a fortnight.. .we just shut down”(Nathan, p. 15).
“ ...When I go to the doctor, I .always cry...I always cry, it 
emphasizes the fact that it’s all; it brings it all back 
again.. .’’(Penelope, p .16)
“Six months after. I think it was the shock. I was diagnosed with 
rheumatoid arthritis. And I think it was the total shock of what 
happened to him-I just went stiff.. .just shortly after that, our house 
went on fire...I think the shock of that, on top of it, set me off with 
asthma.”(Margaret, p .17).
People did not talk about specific coping techniques, but referred to the support of 
family, friends and services. However, Nathan said it was useful to have “someone o f 
a professional nature to just calm you down., family-all those tears; you just get each 
other <7ow«”(p.l4). This overlaps with the idea that a variety of coping strategies is 
beneficial. Additionally, participants acknowledged practicalities of “problems had to 
be solved and nobody else was going to sort them out for  ^ ’’(Tracey, p.8).
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Loss
Tracey and Margaret spoke of their losses in different ways. Margaret spoke about 
how helpful it was for her grief to be recognised and validated by the term 'living 
bereavement”($.12). Grieving for someone.who is still alive complicates the grieving 
process because the individual must cope with the day-to-day support of their injured 
relative, and simultaneously cope with the loss of that relative. Margaret also spoke 
of financial losses and the loss of her future retirement plans. Tracey, who was at a 
different life stage, spoke of her worries that her son would never marry and have 
children, which was also alluded to by Nathan and Penelope. Tracey said the 
following:
“I’m very bitter because I feel they’re [assaulters] going to get on 
with their lives but Sam’s life will never be the same”(p.4).
Frustration and hopelessness
The theme of frustration, stemming from the overwhelming lack of understanding of 
other people, was reported: “people’s lack o f understanding is frustrating "(Tracey, 
p.2). Misunderstandings of friends and family were discussed: “everybody seemed to 
think...he’s home now...he must be better...its so frustrating” (JxdiCQy, p.2).
People were also frustrated by professionals’ lack of knowledge. Margaret described 
a psychiatric nurse telling her “there is no reason why he [your husband] cannot be 
left alone”($.l) when Margaret knew he could not care for himself. Penelope felt she 
needed to be vigilant for mistakes:
“You are supposed to be doing all these things [looking after your 
relative] at once, and being an amateur neurologist and being an 
amateur knee surgeon and an amateur rehabilitation 
specialist”^ .  14).
Other frustrations were around disappointed expectations that rehabilitation services 
were not achieving any progress; “We kept saying...there is nothing that you do that 
we can’t do at home "(Penelope, p.2). And Tracey was frustrated by the constant need
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to 'badger'i^.T) people to involve her with the rehabilitation programme. Feeling 
ignored and uninvolved, was an important theme.
Knowledge and understanding
The theme of ‘Understanding of Others’ is described in the theme analysis, and 
discussed here, in relation to other themes.
When Margaret met a professional who was able to understand her position, she 
found it supportive:
“.. .she had the information and she was on your side.. .really trying to 
explain what you were experiencing.. .’’(p.10)
This dialogue linked themes of information, explanation and trust because she was 
“ 077 your side”. This link was echoed by Penelope.
Trust was linked to honesty and to competence. Margaret said ‘you can trust her 
because she’s experienced and qualified”{y>A). All participants supported that they 
would prefer honest responses even if “yow might not like z'f’(Margaret, p. 14). Nathan 
agreed, but also described the negative experience of speaking with a neurologist who 
was “pretty blunt and said she will never walk again "(p.5). He proceeded to say 
“there’s ways o f telling people, isn’t there?” (p.6). This raises the issue of attending 
to communication style, in addition to the information communicated. 
‘Understanding’ is about knowledge, but also about empathy.
“...I remember saying to Dr Young “I feel at the moment that I’m 
losing my identity to such a degree that I feel like somebody is 
prodding me in the back down a very long dark corridor and when I 
get to the door at the end, they’re going to shove me in that door and 
lock it and I’ll disappear. She said “I know how you feel” she 
understood that. She understood that.”(Margaret, p.4).
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Margaret was cynical about professionals. However, through explaining possible 
reasons behind her experience and giving her permission to grieve, she was able to 
develop a positive alliance with the neuropsychologist. Margaret felt able to question 
this professional, and explained that the neuropsychologist empathised with her 
situation; providing support for both her and her husband.
When professionals were “quite honest about //’’(Nathan, p .16), families spoke about 
them respectfully and positively. Explicit explanation of the intentions behind an 
intervention, and increased empathy, are recognised in the alliance literature as 
important to the repair of ruptured alliances (Watson & Greenburg, 1995). The 
importance of knowledge and competence is described below:
“It’s like having someone on your side who says “yes it’s a problem, 
but it’s an understandable problem” and “we’ve seen it millions of 
times and we’ll do our best to make our best effort to help you both 
understand”(Penelope, p.26).
Mismatch in expectations
All four participants spoke of their disappointment when aspects of care did not meet 
their expectations. Nathan proceeded to describe that when professionals explained 
the reasons behind their recommendations, he was willing to comply with them. Thus, 
linking understanding of rationale to his collaboration with professionals. Tracey 
links her involvement with her satisfaction with services:
“We are a little bit disappointed and we do feel that a lot more 
needs to be done. It might be that he’s just being bloody 
minded.. .they’re not really keeping me informed”(p.lO).
It was my interpretation that Tracey would have felt more involved, and less 
disappointed, with her son’s care if she was given more information about the 
rehabilitation. Penelope developed this idea, by explaining that “/  would just like to 
know that somebody is interested. It would have been less isolating”{^21). Regular 
communications with the family members about ongoing work in rehabilitation was
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said to convey a personal interest. Personal interest was a key theme in 
communication style.
Two types of alliance ruptures are described in the transcripts; one occurs when the 
person mistrusts professionals before meeting them, based on previous 
disappointments. The other type occurs when the person is disappointed because the 
service does not meet their expectations, and therefore the family disengages from the 
relationship. After numerous disappointments, Penelope says 67  am very sceptical o f  
people in power”($25).
Communication style
Listening
“To do their job well they need to be interested. You don’t need them to 
be too interested but they need to be listening.. .’’(Penelope, p.26).
The theme of ‘listening’ overlaps with the theme of ‘involvement’. Listening is 
linked to acknowledgement and respect for the family members’ perspective even 
when inconsistent with professionals’ viewpoint. Feeling isolated and uninvolved in 
their relative’s care resulted from not feeling listened to by services. Professionals 
were spoken of positively if they took a personal interest (Nathan, p.8) and took the 
time to explain the family member’s experience (Penelope, p. 10).
Listening was strongly linked with the theme of ‘competence’, and ‘openness to 
questions’: ‘'ifyou can’t question them, they don’t know what they’re on about most 
o f the time "(Margaret, p.3). Ability to answer questions was important, and links 
between trust, competence and satisfaction with rehabilitation were apparent: 
^.everything we got from them has been fantastic. I t ’s like an understanding.” 
(Penelope, p. 13). Misinformation from non-specialist professionals was reported as 
the source of disillusionment with services.
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Necessary characteristics o f professionals
Necessary qualities of professionals were identified in the theme analysis. IPA 
supported that certain professional characteristics enabled people to develop a positive 
interpretation of professional motives, and develop fruitful working alliances. These 
characteristics were:
■ honesty
■ respect
■ sharing information in a meaningful way
■ competence (shown by openness to questioning).
These factors were often linked to whether the participant felt the professional had 
time to speak to the family. Involvement of the family in care, or care planning, also 
helped to communicate respect for the participant’s opinions. This promoted a 
collaborative model of working.
Likeable characteristics o f professionals
Likeable personal qualities of professionals were identified in the theme analysis. 
The IPA supported the presence of certain qualities. In particular, demonstrated a 
personal interest, such as “they all loved her f/zere”(Nathan, p. 11) was viewed 
favourably:
“ ...they’re the first people in all this time who, it’s like holistic, 
they’re even concerned...and they’re interested...whereas anything 
else that’s gone on before has been disjointed, unconnected, 
disinterested.”(Penelope, p.14).
Margaret described her neuropsychologist’s ‘vulnerability’ as her strength, and 
proceeded to explain that this allowed her to ask questions and express her own 
opinions. She also mentioned that the neufopsychologist had sat on the floor with a 
chart and explained it to her. I wondered whether this might be relevant to the 
neuropsychologist’s benign use of power. This interpretation is consistent with other 
comments, such as availability to answer questions.
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. .you’re not qualified to question and the authority is coming at 
you saying ‘we know what we’re doing and it’s fine’...”
(Penelope, p.5).
The concept of benign use of power could connect with other themes, such as 
listening, involvement and provision of information, which are ways of sharing 
power. Therefore, this was interpreted as a necessary characteristic of professionals.
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Discussion
Findings are summarised and discussed within each research question topic. 
Understanding
Participants generally demonstrated a high level of misconceptions about ABI and the 
principles of rehabilitation; consistent with Gouvier et al, (1988) and Springer et al,
(1997). Quantitative analysis revealed no relationship between understanding of ABI 
and use of compensatory strategies, or task-oriented coping strategies. There was no 
relationship between number of information sources used, and use of task-oriented 
coping strategies.
However, qualitative analysis clearly identified that participants wanted more 
information. The timing of information was important, which can be difficult to 
achieve in clinical practice. However, people said that they would have appreciated 
some early information and acknowledgement of their situation. Many suggested 
‘take away’ information (such as leaflets or information packs). Other participants 
acknowledged that professionals are busy, but said it would be useful if somebody 
approached them regularly, by telephone or visit, as it was difficult to judge when a 
problem was sufficiently serious to consult professionals.
Llewellyn et al, (2005) identified a mismatch between expectations and experience 
that could be influenced by provision of information. This supports the themes 
identified in this research; expectations of rehabilitation are influenced by information 
and were crucial to establishing collaboration. Although many practioners are 
addressing education and information in daily practice, it was my interpretation from 
the transcripts that a basic understanding of brain function and how Health and Social 
services function, is assumed by professionals in their explanations. The transcripts 
highlight the importance of the process of how clinicians share their knowledge of 
ABI in a clear and accessible manner, which is also respectful and helpful. The 
process of how information is conveyed appears as important as the content of the 
information.
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Rehabilitation strategies
Use of compensatory strategies was not statistically related to understanding of ABI. 
However, statistical analysis suggested that low use of rehabilitation strategies was 
associated with high use of task-oriented coping strategies. This relationship was 
contrary to the hypothesised positive relationship and may be explained by a number 
of factors.
Firstly, people using a task-oriented strategy could potentially develop compensatory 
strategies independently of services, leading them to report using low numbers of 
strategies suggested by services. Secondly, the strategy checklist may not be a valid 
measure of the strategies that people use, which would be consistent with the 
qualitative finding that people did not conceptualise their lifestyle adaptations as 
formal strategies. Further, number of strategies used will relate to level of disability 
and individual need for adaptations, which was not controlled for in this study. 
Alternatively, people using task-oriented strategies might approach the checklist 
differently to those using a different coping style. For example, by using more 
stringent criteria to decide whether they had used the strategy. Additionally, task- 
oriented coping involves behaviours or cognitions that are potentially helpful in 
resolving the problem. If people using task-oriented strategies cannot understand why 
the rehabilitation strategy is helpful, they are potentially less likely to trial it, than 
people with other coping styles. Finally, task-orientated coping includes cognitive 
restructuring and perhaps this was employed to the extent that people using a task- 
oriented strategy perceived fewer difficulties to manage.
The only explanation offered for not using strategies, was the practicalities of 
application, or when strategies were seen as irrelevant. Perhaps in some situations, it 
would be helpful for services to explain the need for structure and external planning 
that some people with brain injuries require, and so ‘give permission’ to relatives to 
be firmer with their injured relative than they might previously have been. Requests 
for information and explanation can be viewed as examples of ‘goal related’ factors, 
which influence the working alliance (Watson & Greenburg, 1995). Perhaps 
information and strategies are not easily presented in a way that enables families to 
relate the information to their own relative’s condition, or draws on their own
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resources to develop strategies. Solution-focussed approaches could offer new 
approaches to emphasising the contribution of family-generated ideas (Molnar & de 
Shazer, 1987).
New strategies need to be presented in non-jargon terms, with concrete examples of 
how they are used. This will maximise opportunities for successful use of strategies, 
which could encourage further use of strategies and faith in professionals. This level 
of detailed explanation may prove cost efficient in the long-term (Proulx, 1999).
These findings can be understood in terms of motivation and the process of change: 
people’s expectations of the outcome of a course of action (e.g. use of strategy) are 
important in their decision about whether to take the course of action and make a 
change. Despite motivation to change, people are unlikely to choose a course of 
action if they do not expect it to be helpful, or understand how it will be helpful. If 
they believe their efforts will be futile, they are unlikely to change (Miller & Rollnick, 
2002). Use of strategies might be increased through informing family members’ 
decision and communicating how a strategy will be helpful.
Coping
Task-oriented and avoidant (social diversion) strategies were related to low levels of 
psychological distress. Participants’ perception of coping was unrelated to any coping 
style except a negative relationship with avoidance-distraction. This suggests that 
avoidant coping-strategies are maladaptive; consistent with coping literature (Avero et 
al, 2003). This is further supported by the finding that higher use of avoidance- 
distraction coping strategies was associated with higher levels of anxiety. Elevated 
levels of anxiety, found in this research sample, is consistent with the research by 
Linn et al, (1994, cited in Perlesz et al, 1999), which identified elevated levels of 
anxiety and depression among relatives and carers.
Social-diversion avoidance strategies were negatively correlated with depression. 
Although avoidant coping is often maladaptive, this relationship might be explained 
by the numerous participants who spoke about the importance of social support. The 
social-diversion scale items all refer to visiting, speaking or being with friends. These
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strategies could be interpreted as emotional strategies, or support cognitive 
restructuring, which Endler and Parker (1999) propose is a task-oriented strategy. 
Through encouraging a reduction of avoidance-distraction coping-strategies, and 
increase task and social-diversion strategies, professionals might be able to lessen 
anxiety and depression, and increase feelings of successful coping. However, 
increasing task-oriented coping might reduce use of rehabilitation strategies; a 
relationship that requires further investigation.
Qualitative analysis elaborated on quantitative results, to reveal factors that influenced 
coping. These themes were around support and understanding of family, friends, and 
services. Continual frustrations of encountering people and services who do not 
understand their relative’s hidden difficulties, increased stress. This is recognised in 
other literature (SSI, 1997) and relates to experiences of disenfranchised grief (Doka, 
1988). Finding a professional who gave .their time, honest opinion, showed they 
understood the family’s position and empathised with it, was helpful and gave the 
family new hope. However, although family members needed hope, they preferred to 
hear bad news rather than no news or false reassurance.
People talked of a variety of useful coping strategies, depending on available support 
and the nature of the stressor. This is consistent with earlier literature that suggests 
people use a combination of coping strategies (Folkman & Lazarus, 1980, cited in 
Carver et al, 1989). However, all the participants said that seeing their relative make 
steps towards recovery gave them the most hope and encouragement to carry on.
Different styles have been demonstrated as more or less adaptive depending on 
whether the stressor is long or short term, (Avero et al, 2003). Therefore, 
relationships between coping style and mood might have been confounded by time 
post injury and more complex analysis is required. Literature suggests that perceived 
control over a situation mediates the relationship between coping strategy and 
psychological distress (Avero et al, 2003). When a situation is perceived as 
changeable, a task-oriented approach is most adaptive because it reduces levels of 
anxiety and depression, and is related to positive well-being (Lund et al, 1987, cited 
in Kausar & Powell, 1999). In support of this, previous studies show an emotion-
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focussed coping style is associated with greater psychological distress than the 
problem-focussed style (Pratt et al, 1985, cited in Kausar & Powell, 1999). 
Conversely, when a situation is perceived as unchangeable and ouf of one’s control, 
an emotion-focussed (emotion-oriented) style is more adaptive, (Collins et al, 1983).
The relationship found between depression and task-oriented strategies is consistent 
with people who perceive their situations as changeable. However, many aspects of 
ABI are uncontrollable. Therefore, it would be interesting to explore whether 
perceived control is an important mediator of the relationship between psychological 
distress and coping style among relatives of people with ABI.
Collaboration
Although none of the participants expressed it explicitly, there was a theme of ‘use of 
power’. When professionals held power (through qualifications, knowledge and 
professional status) but chose to share it (through education and collaboration) this 
enabled the development of a positive working alliance. This could be seen as a 
‘corrective emotional experience’ (Safran & Muran, 2000) after experiences in the 
acute medical setting, when care was necessarily didactic.
A mismatch in expectations of the family and the professional creates dissatisfaction 
on behalf of the family. Earlier authors have linked this to locus of control; some 
dissatisfied families attribute all responsibility for their relative’s treatment to 
professionals (DePompei & Williams, 1994). The combination of dissatisfied 
families and a continuing need to work with professionals creates conflict. This 
conflict may be overt or covert, in the form of disengagement and cynicism about the 
motives of the professional or service. When services do not meet expectations 
(which may be unrealistic due to their desperation, strong hope and misconceptions), 
the family develops low expectations of how services can be of help to them in the 
future, and low motivation to apply any of the .recommendations that the professionals 
suggest. A fresh approach by professionals, of explaining (in an accessible way) the 
limits of their knowledge, and their rationale for their recommendations may help 
repair the relationship. This process is illustrated in Figure 9. When a collaborative 
relationship begins to develop, there is greater opportunity for discussion of strategies
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between professionals, family members and the injured relative. This enables 
strategies to be individually tailored, and increases understanding of strategy 
rationale.
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Figure 9. The suggested process of restoring a collaborative relationship
Prior experience of rehabilitation
Too low
Rehabilitation
Ruptured
alliance
Alliance does 
not develop
Develop realistic 
expectations of 
rehabilitation
Family member 
feels supported 
and involved
Family feels uninvolved 
with process
Collaborative 
relationship begins to 
develop
Development of unrealistic 
expectations (too high or too low)
Professionals suggest intervention 
or strategy (perceived as irrelevant)
Family member feels angry, anxious or 
vulnerable
Mismatch between family member’s 
expectations and professional’s 
intervention
Family member is willing to 
engage with rehabilitation 
and is optimistic about 
outcome.
Low motivation to engage 
with rehabilitation or apply 
recommendation. (Belief 
that efforts will be futile).
Family member is disillusioned 
with health care professionals and 
perceives them as incompetent.
Family member feels unable to collaborate 
with rehabilitation process
Professionals share power through: involving family in decisions; showing 
empathy, respect and understanding; offering information and time;
informing family members’ decision about strategy use; being honest about 
limits of knowledge and potential recovery of injured person.
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This process is applicable to other services whose work involves families or the wider 
social system, or where psychological intervention requires the support of others. For 
example, work with staff groups to implement management guidelines consistently on 
in-patient units, or in residential homes. Further, it is relevant to work with children 
and their parents, or other carers of vulnerable adults. Clinicians who appeared well 
informed were viewed favourably by parents of children in a medical setting 
(Dinnebeil & Rule, 1993). DePompei & Williams (1994) interpreted families who 
were unwilling to utilise recommended strategies, as a symptom of their fear of 
abandonment by services (because it maintains service involvement), rather than a 
resistance to service input. Therefore, they promoted family inclusion in 
rehabilitation, which supports the themes from this research.
When families feel that their difficult position is understood, and they can trust and 
ask questions of professionals, they are more able to ask for help and therefore would 
seem more able to have a conversation about application of strategies. This, in turn, 
will improve the likelihood of collaborative development of strategies that work for 
the family, the injured person and the professionals. Therefore, although provision of 
information, social support and personal reaction to the situation are likely to be 
influential in the way a family can engage with professionals, the therapeutic alliance 
seems to be one of the most important parts of ABI rehabilitation. This study would 
suggest that components of this alliance are: respect, trust, competence, compassion 
and time, as outlined in Table 9.
These components are highlighted as important to therapeutic alliance (Watson & 
Greenburg, 1995), and are recognised as influencing hope amongst people living with 
cancer (Tipton & McClure, 2001). Trust, respect and honesty were identified as 
characteristics of healthcare professionals with whom women with chronic illness 
were able to connect (Fox, 2004). Further, professionals with whom they were unable 
to connect were described as asserting unnecessary power or demonstrating clinical 
mis-management (Fox, 2004).
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Table 9. Key factors in establishing collaboration
Factors Detail
Knowledge and competence Information provision and opportunities 
to ask questions are best provided 
regularly by somebody with specialist 
knowledge of brain injury.
Listening, honesty and respect Listening to family members and 
answering questions honestly (including 
acknowledgement of limitations of 
service) will help convey respect for 
family members’ opinions.
Time and sensitivity To answer questions clearly and 
.accessibly requires time. It is important 
to be sensitive to the timing of 
information provision and offer a variety 
of emotional supports.
Compassion and power It appears that conveying to family 
members that their contribution is 
•important and valuable, is of equal 
importance to the provision of practical 
information or management suggestions.
Involvement The psychological process of interactions 
is as important as the content for 
conveying to family members that they 
are important and welcome
The factors important to therapeutic alliance (identified above) are different, but 
complementary, to the phases of collaboration identified by Sohlberg et al, (2001). 
Their model emphasises working together, supporting families and offering 
suggestions with ongoing monitoring. These phases are similar to the themes from 
this research because they speak of shared power and support around both practical 
and emotional issues. ‘Knowledge and Competence’, and ‘Involvement’ factors are 
comparable to the suggestions offered by Watson and Greenburg (1995) for resolving
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‘goal related’ difficulties in the therapeutic alliance. Similarly, ‘relational’ difficulties 
might be approached by listening, and acknowledging distress (Watson & Greenburg, 
1995).
Implications for training
Professionals who are unsure whether they can answer a family member’s question, 
might be reassured that family member’s often prefer an honest response (i.e. “I don’t 
know”) than false reassurance. Further, professional training programmes might 
benefit from increasing the emphasis on necessary professional qualities. 
Importantly, a lack of specialist knowledge appears to limit the extent that a family 
member can engage with the service.
Methodology
Sample bias
This project’s aim was to discover the perspectives of families about working with 
rehabilitation professionals, in order to help clinicians work with families of people 
with ABI. Fifty-five families did not want to participate in this research, and it would 
be unwise to assume this project represents the opinions of all families in the locality. 
However, a local theoretical sample was obtained, within which a range of opinions 
were expressed by participants, ranging from satisfaction to dissatisfaction with 
services. A range of experiences, ages and relationships were also represented. 
Despite this diversity, many themes were similar between participants, which supports 
the generativity of these findings.
Correlations
Interpretation of correlations requires care because causality between factors cannot 
be determined. If this study were repeated with a larger sample, tests would have 
greater power, which would enable some clarification around these tentative results 
and provide sufficient power for tests of difference and causality.
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Mixed methods
Although it was beyond the scope of this study, it would have been interesting to 
triangulate the data by interviewing healthcare professionals about their experiences 
of working with families (Yardley, 2000). It is hypothesised that such an 
investigation would highlight issues around over-involvement of family members. 
For example, although involvement of families is generally seen as a positive factor in 
a rehabilitation programme it can pose some ethical dilemmas, as described by Wong
(1998); The psychologist has to ensure they respect patient confidentiality and share 
information only in the patients’ best interests (Wong, 1998). Further, although 
participants spoke of professionals favourably when they were flexible, it is 
recognised that professional boundaries are important and resources are limited.
Combining quantitative and qualitative methods produced complementary data. A 
hypothesis about simple relationships between understanding and collaboration is 
discarded; the complexity of this relationship is acknowledged. Detailed exploration 
of transcripts provided vital information about how the relationship is mediated by 
expectations, experiences, coping style and emotional support.
Part of the exploratory nature of this study was to explore the questionnaires. Since 
many of these were developed by the researcher, it was also an exploration of how 
appropriate they were with this population, how relevant the data produced was to the 
research questions, and how their data were complementary. Because there were a 
number of measures, it would not have been unreasonable to conduct the interviews 
across two sessions with one interview and one questionnaire session. However, 
people said they were happy to take part in the interviews and many continued to talk 
long after the interview schedule was completed.
Measures
Approximately equal numbers of participants completed questionnaires before the 
interview and vice versa. This counterbalanced for the influence of tiredness and 
social desirability. However, responses could have been influenced by social 
desirability because those who completed the questionnaires first had less opportunity
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to develop an alliance with the researcher than those who completed the 
questionnaires after the interviews.
The strategy checklist did not provide a quantitative measure of engagement with 
professionals, but it did provide a means of beginning a conversation about 
helpfulness of professionals and sources of information. It was a crude measure but 
was useful in this mixed methods design.
The UoBIQ maintained only moderate alpha-coefficients after adaptation. However, 
it may not be possible to develop a more valid tool to measure understanding because 
it is such a broad topic. Some participants were confused by the statements in the 
questionnaire because they were irrelevant to their situation, although still relevant to 
traumatic ABI. In future studies, it might have more face validity to develop a set of 
statements specific to the research questions. This could be done using the same 
format of the UoBIQ.
The HADS and the CISS were appropriate measures to use within this population. 
Both showed satisfactory internal reliability and the comments of the participants as 
the completed them showed they identified with the items and recognised their 
relevance to their own situation. They also served as useful ways of opening up 
conversation about difficult emotional experiences resulting from their relative’s 
injury. However, different time frames were implicit in the different questionnaires; 
while the HADS was a measure of current mood, the UoBIQ and CISS were 
retrospective. Therefore, the UoBIQ and CISS (which assesses general coping styles) 
could have been influenced by time since injury. In the future, this might be remedied 
by using the Situation Specific Coping Scale (CISS:SSC; Endler & Parker, 1999), 
which explores situational coping style.
Culture and difference
Haley et al, (1996) used Lazarus & Folkman’s stress appraisal model to compare 
coping amongst caregivers of people with Alzheimer’s disease. They found that 
black carers made different appraisals and used different coping strategies, compared
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to white caregivers. For example, they judged the care-giving situation to be less 
stressful than did white caregivers, and consequently reported lower levels of 
depression. Ethnicity was not explored in this study because ethnic diversity within 
the sample was limited. The only black participant reported mild depression, and was 
one of the most socially isolated participants. Furthermore, her son showed 
symptoms of post-traumatic stress, and aggression towards his mother. In the face of 
adversity, this lady was coping. Aggression and violence impact substantially on 
carers (Perlesz et al, 1999). Within this sample, people who were involved with 
mental health services as well as ABI services reported more challenges and less 
understanding of their relative’s condition. It would be interesting to explore cultural 
differences and their influence on coping.
It is important to attend to the socio-economic setting of the study (Yardley, 2000). 
The participants in this sample came from different socio-economic classes, which are 
likely to hold different cultural norms and narratives around disability and the value 
of care-giving. It is possible that these different cultures hold different appraisals 
about the role of caring, and caring impacts differently on their lifestyle. For 
example, some people made financial sacrifices to care for their family member, 
whereas others lost future plans. Different narratives about caring for others will 
influence willingness to access resources.
All families spoke of loss, which makes them vulnerable to depression. However, not 
all family members were depressed, which leads me to draw on the developing 
narrative of resilience. It brings us back to the original question, ‘what helps 
coping?’, and this study can offer some recommendations :
■ variety of coping strategies,
■ recognising individual need,
■ social and professional support.
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Reflections
For personal comments about the process of interviewing, the development of the 
research questions, and reflexive analysis, see appendix E.
Clinical implications
This project has not introduced new concepts, but rather has confirmed the 
significance of ‘information’ and ‘involvement’ for families in the rehabilitation 
process. Interviews have uncovered the perspective of the family in instances when it 
was difficult to build relationships. These accounts help reframe the families’ 
position as one of disillusionment rather than dysfunction.
In light of the suggestion to increase time spent sharing information and empathising 
with family members, I am mindful that many clinicians are already practising this 
ethic and continue to struggle with forming alliances with some families. The IP A 
revealed that family members are also mindful of health professionals’ struggle 
against limited resources, time and sometimes policies that limit the amount of 
information shared with families. Even the families who were most angry or 
dissatisfied with services said they had considered the perspective of professionals 
and would appreciate if professionals could be transparent about their processes and 
inform the family of what they do not know, or are unable to do. Depompei and 
Williams (1994) offer practical suggestions about how to include families: ‘giving 
advanced notice of discussion topics at meetings; asking them to speak first instead of 
only in response to the care team; modelling negotiation skills and asking them for 
their ideas about intervention’ (p.74).
Ethical implications regarding sharing confidential information with family members, 
are acknowledged, especially when the injured person is unable to consent or who 
does not consent to this. In these situations perhaps clinicians might respectfully and 
honestly explain their dilemma to the families but still allow the family to provide 
information about their relative so that clinicians may consider it in their formulations 
and interventions. Perhaps it is difficult to achieve this because of fears of litigation.
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Many family members, but not all, were interested in supporting one another through 
telephone or group contact arrangements. For example, a list of other family 
members who would be happy to be contacted if people had questions or needed 
support. Interviewees also offered their own names for such a list. People were 
heartened to know they were not alone in their experiences. This links to ideas from 
Community Psychology; problems are reframed in a social context and self-help 
action is encouraged (Prilleltensky & Nelson, 1997).
Future research
To develop the findings from this project, future research might investigate benefits of 
family information packs, increasing use of task-oriented coping strategies or offering 
more formalised opportunities to ask questions of professionals. This is important, 
given the unavoidable influence of the researcher’s interpretation in analysis 
(appendix E). Further investigation is required of the relationship between use of 
rehabilitation strategies and task-oriented coping strategies.
Proulx (1999) asks how ‘dysfunctional families’ might be identified at an early stage. 
This research suggests that the families are not dysfunctional but that their 
experiences of professionals lead to disengagement, which might then be labelled as 
dysfunctional. Perhaps rehabilitation acts as a protective factor by moderating family 
members’ expectations of recovery.
There was a suggestion in this data that some families can be more forgiving of 
mistakes than others. Ten family members perceived that their relative had received 
care that was detrimental to their health, but only four of these family members 
became cynical about general ABI services. It would be interesting to understand 
more about why some people can forgive more easily. This could be a difference in 
cognitive attributions. Additionally, it may be influenced by the emotional impact of 
the injury within the family system.
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Future research might explore the influence of attachment style on engagement with 
rehabilitation professionals. In families where there are insecure attachments, it is 
reasonable that this attachment style might be repeated in their relationships with 
professionals, making it harder to develop trust in the relationship (Bateman et al, 
2000).
Finally, despite the recommendations, it is acknowledged that we, as professionals, 
will continue to meet family members with whom it is difficult to develop 
collaboration. In the future it would be interesting to follow family members over the 
course of their involvement with services, to get closer to their position than was 
possible in a retrospective interview. Such a study could incorporate an action 
research model, as used by Sohlberg et al, (2001).
Conclusions
This study explored and identified factors that relate to use of rehabilitation strategies, 
relationships with professionals, and coping. Although family members sought 
information, the timing of this was important and there was a balance between 
insufficient and excessive information. People wanted a combination of practical help 
(e.g. strategies for management of changes) and education about recovery patterns. 
Many family members showed poor understanding of ABI.
Increasing understanding reduced the mismatch in expectations of rehabilitation 
services; crucial to collaboration. Increased use of rehabilitation strategies might be 
achieved by explaining the rationale for their use. Professionals who demonstrated 
certain qualities were described more positively by family members, which promoted 
working alliance. Involvement of family members presents greater opportunities to 
support and involve the injured person and their family through this challenging and 
life-changing experience
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Rehabilitation strategies used by relatives of people with a brain
injury.
Information sheet
I would like to invite you to take part in a study. Before you decide, it is important 
for you to understand why I’m doing this study and what it will involve for you. I am 
a doctoral student, currently in training to be a clinical psychologist, studying at the 
University of Surrey.
Please take time to read the following information carefully and discuss it with others 
if you wish. Please contact me to ask any questions or if you would like more 
information. Take time to decide whether or not you wish to take part.
Thank you for reading this, and for your time.
What is the study about?
The study has been designed to help professionals who work in brain injury 
rehabilitation to understand what families of injured relatives find most helpful in 
managing problems. Professionals will sometimes make suggestions about how 
families respond to their relative or about how to manage memory problems or 
practical day-to-day tasks. Sometimes families can benefit from these suggestions, 
and sometimes they are less useful. This study is designed to begin to understand 
why some suggestions are more useful than others, and whether this is linked to the 
family’s style of coping in difficult circumstances or whether it is linked to their 
understanding of brain injury.
Why you?
You have been invited to take part in this study because your relative is known to the 
Area Brain-Injury Co-ordinator in . All families of people involved in
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with these services over the past 5 years are being invited to participate. It is up to 
you to decide whether or not to take part. If you do decide to take part you will be 
given this information sheet to keep and be asked to sign a consent form.
What if you change your mind?
If you decide to take part you are still free to withdraw at any time and without giving 
a reason. A decision to withdraw at any time, or a decision not to take part, will not 
affect the type or standard of care you receive.
What will be involved if I agree to take part?
You will be interviewed by me about your understanding and experience of brain- 
injury. This will take between one and two hours. If you do decide to take part then 
you will be asked to complete some short questionnaires about how you have been 
able to cope with, and understand, your relative’s injury. We will spend some time 
discussing your responses together so that I am sure I understand them correctly. This 
will happen on one occasion and you will not be required to complete any further 
questionnaires or interviews after this. If you are in agreement, I can come to your 
home. However, if you prefer then it can be arranged for us to meet at another 
location.
The interview and questionnaires do not ask about your relative’s injury or any 
difficulties they might have. However, for the purposes of the study it would be 
helpful to know their age at time of injury, severity of injury and their relationship to 
yourself. You may find it helpful to discuss this research with your relative before 
making a decision. For this reason, a simplified version of this information sheet is 
available. The researchers are interested in the reasons behind why some things you 
have tried were or were not helpful, and in these discussions personal details of your 
relative or of your own experience might arise.
The interviews will be recorded on a tape recorder to help me to remember what we 
discussed. I will type out the interviews so I can read through them. I will provide 
you with a copy of this if you would like one. I may like to use some of the things
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you say as written examples in the project report. These will be anonymous. If you 
are happy for me to do this, please sign the appropriate box on the consent form. 
What if you get upset?
It is possible that you may find some of the issues upsetting and you will be free to 
withdraw from the study at any time or abstain from answering any questions that you 
find difficult or upsetting. It is not my intention to ask about sensitive issues, but 
instead to understand the reasons behind why some strategies were more helpful to 
you than others. It is not my intention to ‘check-up’ on how you are coping, but if 
you are finding it difficult to cope then we can discuss this.
What will happen to the information?
All information collected about you or your relative will be strictly confidential to me 
and my supervisors. The tapes will be kept securely by myself and my supervisor for 
the duration of the project, after which they will be destroyed. The transcripts of 
sessions will also be kept by myself and my supervisor for the duration of the project, 
after which they will be kept securely by Dr Herbert. They will be anonymous. Your 
name and address will not be disclosed outside the service.
We hope that your contribution to the study will help other families to cope in the 
future, and might help professionals prioritise the different needs of individual 
families through highlighting important issues for families
Once the research is complete, you will bç informed of how or when you can 
access the results.
2 8 5
Major Research Project
This study is funded by the University of Surrey. For further information please 
contact Siobhân Palmer (contact details).
You may keep a copy of this information sheet. If you would like to participate in 
this study, please complete the form below and return in the envelope provided.
We would like to thank you, in advance, for your participation and contributions to 
this research.
X ......................................... ............................................................................
Please complete this form with your name, address and telephone number if you 
would like to participate in the study. Please return to Siobhân Palmer using the 
stamped addressed envelope enclosed.
I have read the information sheets that invite me to take part in this 
project that involves interviewing the family members or carers of 
people who have suffered a brain injury.
After reading about this project, I would like to take part*/ would 
prefer not to take part *
* delete as applicable
Name:___________________________________________
Address:
Telephone number_________________ :_______________
Please return to: Siobhân Palmer, Psychology department (PsychD), University of 
Surrey, Guildford, Surrey GU2 7XH
If you do not wish to take part, then please do not give me your name and address, but 
I would like to receive the form back so that I know how many people have not been 
able to take part.
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Pilot interviews
After the pilot, changes were made to clarify questions. For example, the participant 
is reminded to answer the UoBIQ according to their general beliefs about ABI; they 
are not expected to know the answers, and are not required to relate the questions only 
to their relative. Two questions were introduced to help understand a participant’s 
previous experience and understanding of ABI; “Before you had your own direct 
experience with [relative’s name], what was your understanding o f brain injury? 
(Who did you think o f? /9 and “how typical do you think your relative is o f a person 
with a brain injury?” The pilot interview with questionnaires took 90 minutes. 
Originally, two vignettes were proposed but since 90minutes was considered quite 
lengthy, the second vignette was removed.
After the first 5 interviews, the interview schedule was reviewed. I found it was 
necessary to ask more directly about relationships with professionals and therefore, 
additional questions were added. Despite differences between experiences, two 
participants commented on how similar the vignette was to their own situation, which 
supported the scenario as realistic. The remaining questions were found to adequately 
elicit information relevant to the aims of the study, and therefore no further changes 
were made to the schedule.
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Ethics letters and details of how potential issues were
addressed
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Consideration of ethical issues.
To address potential ethical difficulties, I did the following;
1. Offered participants an opportunity to discuss their emotional reactions in a 
non-research environment. Participants who express distress, and who 
consented, were referred to the ABI co-ordinator for ongoing support.
2. Findings about provision of services will be fed back to rehabilitation 
professionals, with the aim of improving available services.
3. The information sheet specifies the information required about the injured 
person, so participants were able to consider this before volunteering to 
participate.
4. Participants were given further opportunities to ask questions before signing a 
consent form on the day of interview. Permission was sought to audiotape and 
use quotes in the report. Participants were aware that they could refuse to 
answer, or completely withdraw from the study at any time.
5. Anonymity was maintained by giving each participant an identifying number 
and pseudonym. Names of hospitals and professionals were also changed.
6. On occasions when the person with the brain injury wished to participate in 
the interview, they were permitted to remain in the interview at the discretion 
of the interviewee. Participants were discretely asked how this influenced 
their responses.
7. I will send participants a summary of research findings and a copy of their 
transcript if they requested one.
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CONSENT FORM
Title:
Rehabilitation strategies used by families ofpeople with a brain injury
Name of Researchers:
Siobhân Palmer and Dr Camilla Herbert
Please initial box
□1. I confirm that I have read and understand the information sheet d a te d .........................
(version ) for the above study and have had the opportunity to ask questions. □2. I understand that my participation is voluntary and that I am free to withdraw at any time,
without giving any reason, without my relationship with professionals or legal rights 
being affected. □3. I agree to take part in the above study
4. I agree that some of the things I say may be anonymously used in the report of this | | 
project
Name of Participant Signature Date
Researcher Date
Signature
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Appendix E 
Reflections
(1) My speaking position
(2) Process of interviewing
(3) Development of question
(4) Reflexive analysis
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My speaking position
I spent VA years working as part of the psychology team in two brain injury 
rehabilitation centres. During the interview phase of this project I was on placement 
at another in-patient rehabilitation hospital. Patients lived at these centres for an 
average stay of 6 months, where their relatives would visit and I would have contact 
with them.
As part of the rehabilitation team I am familiar with speaking to family members and 
friends, and aware of the friction that sometimes develops between staff teams and 
family members. In my experience, this friction was especially evident if the injured 
person developed challenging behaviour. It was my formulation that the behaviour 
presented staff with a situation over which they were forced to relinquish control, but 
that family members wished to understand. Therefore, creating discomfort for family 
members and staff. I recall a particular family who looked to the psychology team to 
‘find the answers’ to their son’s distress and confusion, and I strongly remember the 
empathy I felt for their situation and for the intense sadness and dissatisfaction with 
the service. The staff team felt de-skilled by the severity of this man’s behavioural 
disturbance and his mother was strongly critical of the team. His mother eventually 
arranged for transfer to a different hospital, where she believed he would receive more 
appropriate care.
As a trainee clinical psychologist, I am trained in systemic and psychodynamic ideas, 
which may be helpful in thinking about what is happening in the dynamic, and what is 
being played out in the relationship between family members and rehabilitation teams.
Having experienced the distress of meeting with families, who seem to be desperate to 
hold on to their hope that their relative will recover completely, in the face of 
contradictory evidence, I was motivated, to explore the perspectives of family 
members and how they would like professionals to help them. It was my hope that 
this project would find a way to begin to make their distress slightly more bearable.
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Personal reflections and the interview process
The first person I interviewed was a very sad lady (Theresa) who was clearly still 
grieving for the loss of her daughter’s future; on behalf of herself and her daughter. 
Although I expected to hear some tragic stories, I was surprised by the power of 
Theresa’s grief, since her daughter’s accident was eight years prior to the interview. I 
felt very sad for the lady and her family. Às I continued to interview families, I 
continued to hear a lot of people’s sadness and many powerful stories about how the 
brain injury happened and the impact that it had on people’s lives.
I did not ask directly about how the injury happened, only to categorise severity and 
type. However, people frequently shared their stories and it felt as though many 
people benefited from talking. In fact, one lady did say “it’s helpful to talk” (Nicola) 
and hugged me as I left her home. This was encouraging to me, since I sometimes 
felt as though I were intruding. However, although I recognise there are differences 
between the role of therapist and researcher, it was important to be thoughtful about 
this in terms of personal boundaries. This may be especially important in brain injury 
settings due to the prevalence of disinhibition amongst injured people and the power 
differentials between families and clinicians; part of which results from levels of 
knowledge, and limited services.
I heard a number of very sad stories and people shared the impact of the event, 
including the anxiety, loneliness and grief of their situation. I had expected to hear 
such stories but had not predicted that I would also hear stories of hope, 
reconciliation, new philosophies and the value of life. I was surprised by people’s 
resilience and ability to find positives in, what I perceived to be a negative event. I 
was inspired and humbled by the people who told me these stories, and it gave me 
hope too. I noticed some changes in myself after a series of interviews, and decided 
to reduce the number of interviews I conducted each week. I had begun to feel less 
interested in people’s stories, almost as though it were too much to hear. I recognise 
the need to ‘offload’ some of the sadness in supervision.
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I sympathised with all of the people that I interviewed, although I was aware of 
feeling more sympathy for mothers and female partners than for male relatives. I 
imagine this was because I felt more empathy and more ‘it could be me’ about it. I 
was more shocked by the details of the traumatic brain injuries than other causes of 
injury, but I did not feel more empathy for people whose relatives’ injuries were 
accidental. I wondered if my relationship with individual interviewees did somehow 
replay their relationship with professionals. However, it is my belief that we did not 
replay the relationships because they were not looking to me for information or 
solution. Also, some people (i.e. Tracey) described a tense relationship with 
professionals, yet we developed a positive working relationship during the interviews.
I learned things about myself. For example, I developed my assertiveness to refocus 
people back to the interview questions. I developed my skills as a researcher, separate 
to those of a clinician, such as finding appropriate boundaries. Some of the skills I 
developed in the interviews went with me into clinical work, and some of the ideas 
that interviewees shared with me gave me insight into how it is to be a family 
members in a (still rather medical) rehabilitation setting. Some of these ideas were 
useful in structuring my thinking about working with relatives of people with brain 
injury, such as ‘admitting when you do not know’ or ‘providing written information 
about brain injury alongside other sources of information and support’.
I feel certain that family members would have given different responses to questions 
had the interviewer been a fellow family member rather than a trainee clinical 
psychologist. This is only an idea, since I did not enquire about it I cannot know how 
it would make a difference. I hope that my position as a stranger helped people to be 
honest with me about their experiences. However, though my motivations were to 
improve services, I realise that I did represent professionals and perhaps people would 
have been less likely to criticise professionals than had I be viewed as impartial. 
However, since many participants did criticise services and individual health care 
professionals, not everyone was inhibited by my position. I rather feel that people 
were so relieved to have someone who would listen that they did not closely monitor 
their words.
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One of the practical issues of interviews was that it seemed unnatural for everyone to 
sit very close to the tape recorder when the" interviewee’s home was not laid out in a 
way that accommodated this position. Consequently, sometimes people’s voices are 
inaudible on the tapes and could not be transcribed. Some participants were more 
aware of the tape than others; two ladies spoke to the tape during the interview, whilst 
others continued to talk after the tape had finished and were apparently unaware of its 
presence.
The development of the question
In my first interviews I did not plan to ask about the relationship with professionals 
directly. After the first interview it was apparent to me that the strategy checklist did 
not sufficiently open up conversations about professionals, and it occurred to me that 
people might need some ‘permission’ to begin a conversation in which they might 
perceive themselves to be critical of services. Therefore, asking about relationships 
directly was more helpful in answering the research questions and I was more able to 
do this as my confidence increased. After interviewing about fifteen people, I was 
beginning to recognise themes that were common to many of the stories of which 
interviewees spoke. This surprised me somewhat since everyone’s story was 
different. However, stories about positive characteristics of professionals, and the 
invisibility of disability, continued to be told. To ensure my interpretations were 
valid, I checked with participants whether they felt what they were saying could also 
be expressed as my interpretation. This helped to develop and clarify interpretations.
The interview section about coping developed because a theme developed around 
‘mixture of styles’. To build on this idea I began to ask interviewees about how their 
own coping style was similar or different from their partner’s. I also asked less about 
sources of strategies than I had planned, since participants used less sources than I 
anticipated. However, since people were generally able to develop their own 
strategies independently of services, questions around ‘what help would you have 
liked from services?’ were asked. I began to ask family members about whether they 
felt their early experience of professionals had led them to see professionals they met
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later in their relative’s treatment differently. I asked this question after Margaret 
spoke of her cynicism and it provoked me to develop the idea.
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Reflexive analysis
Due to my experience of working in brain injury settings, I held assumptions about 
what might be helpful for family members’. These were based on my observations, 
clinical supervision and my own experience of what I find interesting and helpful. 
For example, I previously assumed that people would be interested in learning about 
basic brain anatomy because that helps me to understand the consequences of brain 
injury. I also held an assumption that people would find it supportive to meet with 
other family members in a similar position to themselves. During the interviews I 
was careful to notice when my assumptions influenced potential interpretations of the 
participants’ accounts and I checked whether that was their intended meaning. Of 
course, some family members’ accounts supported and validated these assumptions. 
However, the process of checking with participants opened up other perspectives and 
I discovered a broader range of factors that were helpful to families.
Part of my character, which led me into psychology as a profession, is probably my 
wish to ‘make better’ and alleviate distress. It was clear that I could not change each 
participant’s experience, although I was increasingly aware that the participants found 
it beneficial to talk and somehow ‘offload’ their distress during our interviews. On 
reflection, the length of interviews was influenced by the number of interviews that I 
conducted. In a week where I had only one or two interviews, I was able to sit with 
the participant’s sadness for longer and was more flexible about the content of the 
interview. However, in a week where I conducted several interviews, I began to feel 
‘full’ of sad stories and may have inadvertently closed down some distressing 
conversations, and instead opened up conversations about success and hope.
I think my wish to ‘make better’ influenced my analysis of transcripts. This is 
because I might have been looking for solutions and ways in which I can use their 
interview contributions to make changes. Many family members said they were 
happy to participate if their contribution helps other families. Therefore, I think I 
noticed potential solutions when they were discussed and could have emphasised 
them, more than another researcher might have done, in the analysis.
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Appendix F
Quantitative measures
(a) Understanding of Brain Injury Questionnaire (UoBIQ).
Statements in italic print were added by the researcher
(b) Strategy checklist
(c) Coping Inventory for Stressful Situations (CISS)
(d) Perception of Coping Scale (PSC)
(e) Hospital Anxiety and Depression Scale (HADS)
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Understanding of brain injury questionnaire
Please indicate your level of agreement with each of the 
following statements about brain injury using the numbers on the 
right hand side (completely agree, agree a little, unsure, disagree 
a little, completely disagree). Please answer according to your 
beliefs. You will have opportunity to discuss responses at the 
end.
Example;
(i) People with brain injuries can be identified by their 
appearance
Questions 
1. Seatbelts/ prevention
(a) You don’t need seatbelts as long as you can brace 
yourself before a crash
(b) It is more important to use seatbelts on long trips than in 
driving around town.
(c) It is safer to be trapped inside a wreck than to be thrown 
clear
(d) Wearing seatbelts causes as many injuries as it prevents
(e) You can always keep yourself safe i f  you are careful
(f) Accidents only happen to careless people
(g) Road safety awareness can prevent injuries
2. Brain damage
(a) A head injury can cause brain damage even if the person 
is not knocked out
(b) A little brain damage doesn’t matter much, since people 
only use a part of their brains anyway
(c) It is obvious that someone has brain damage because they 
look different from people who don’t have brain damage
(d) Whiplash injuries to the neck can cause brain damage 
even if there is no direct blow to the head
3. Brain injury sequelae
(a) It is common for people with brain injuries to be easily 
angered
(b) It is possible that a person’s personality will change after 
a brain injury
(c) Problems with speech, coordination and walking can be 
caused by brain damage
(d) Problems with irritability and difficulties controlling 
anger are common in people who have had a brain injury
(e) Most people with brain damage are not fully aware of its 
effect of their behaviour
1= completely agree
2 = agree a little
3 = unsure
4 = disagree a little
5 = completely 
disagree
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5 
1 2 3 4 5
1 2 3 4 5 
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
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(f) Brain injury patients usually show a good understanding 
of their problems because they experience them everyday
(g) Brain injuries may cause one to feel depressed, sad and 
hopeless
(h) Drinking alcohol may affect a person differently after a 
brain injury
(i) It is common for people to experience changes in 
behaviour after a brain injury
4. Unconsciousness
(a) When people are knocked unconscious, most wake up 
quickly with no lasting effects
(b) People in a coma are usually not aware of what is 
happening around them
(c) Even after several weeks in a coma, when people wake 
up, most recognise and speak to others straight away.
5. Amnesia
(a) People usually have more trouble remembering things 
that happen after an injury than remembering things from 
before
(b) Sometimes a second blow to the head can help a person 
remember things that were forgotten
(c) A person with a brain injury may have trouble 
remembering events that happened before the injury, but 
usually does not have trouble learning new things
(d) People with brain injury can forget who they are and not 
recognise others, but be normal in every other way
(e) Memory is like a muscle; it gets better i f  you work at it.
(f) I f  you write things down or someone reminds you then 
your memory doesn’t recover properly.
6. Recovery
(a) Recovery from a brain injury usually is complete in about 
5 months
(b) Complete recovery from a severe brain injury is not 
possible, no matter how badly the person wants to recover
(c) Once a person is able to walk again, his or her brain is 
almost fully recovered
(d) Slow recovery may continue even 1 year after the injury
(e) People who have had one brain injury are more likely to 
have a second one
(f) Once a person with a brain injury ‘comes to’ and stops 
being confused, they will not become confused again.
(g) A person who has recovered from a head injury is less 
able to withstand a second blow to the head
(h) A person who has a brain injury will be ‘just like new’ is 
several months
1 2 3 4 5 
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
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(i) Asking persons who have had a brain injury about their 
progress is the most accurate informative way to find out 
how they have progressed 
(j) It is good advice to remain completely inactive during 
recovery from a brain injury 
(k) Once a person recovering from a brain injury feels ‘back 
to normal’ the recovery process is complete.
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
7. Rehabilitation
(a) “Cognitive” refers to thinking processes such as memory, 1 2 3 4 5
attention and learning. . 1 2 3 4 5
(b) “Cognitive” refers to the ability to move your body
(c) The primary goal of brain injury rehabilitation is to
increase physical abilities such as walking.
(d) It is necessary for a person to go through a lot of physical
pain in order to recover from a brain injury (“no pain, 
no gain”)
(e) How quickly a person recovers depends mainly on how
hard he or she works at recovering,
(f) Rehabilitation is only useful i f  it takes place in the first
few  months after injury. 1 2 3 4 5
(g) Rehabilitation cannot change problems like aggression 1 2 3 4 5
and irritability.
8. Personal experience
(a) My relative’s injury was the result o f chance 1 2 3 4 5
(b) My relative’s injury is largely due to his/ her own 1 2 3 4 5
behaviour
(c) Other people played a large role in causing my relative’s 1 2 3 4 5
injury
(d) May relative’s injury was caused by poor medical care in 1 9 ~ -
f&efaaf
(e) The effects o f my relative’s injury will last a short time 1 2 3 4 5
(f) The effects o f my relative’s injury are likely to be
permanent rather than temporary • 1 2 3 4 5
(g) My relative’s injury is a serious condition 1 2 3 4 5
Thanks for taking the time to complete this questionnaire
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R diu1>il[tatio .i> ...strateev c h e c k lK t.
Hun* is  u iisl ol'stm tegies that may have been suu,gusiet: 1 o yon or your relative at 
som e point during their rd ia lr litalion in hospital or in liiu community. Please indicate 
which ( if  any) o f  these strategics you have tried. You will have the opportunity to 
discuss your experiences and thoughis as we consider each strategy,
1. A llo w in g  more time tor r e sp o n se s  lo  q u e .slion s
2. A llo w in g  m ore tim e tor  d o in g  cv u n r*dj*y lr.sk.-i
3 . P rom p tin g  in  d o  t lr n g s  (e .g . g e ltm fi ou t o f  b ed)
4 .  L a b e ls  tin  dnwxei<5 to  in d ica te  w h e r e  th in g s  are hup'.
5. 'Signposts' around the house to indicate where rooms are
(>. U se  o f  it diary tor w riting, d o w n  w h a t bus. b een  done
7. Use of a diary for writing down dungs to reir.embe: to 
do
R. tlse of aids around the house (e.g. raised scats, <’tchen 
equipment)
9. R ed u c e  general level o f  n o is e
10 . T urn  o f f  radio.' te lev » s  on  w h e n  ta lk in g  togeth er
11. Bieats" tasks into smaller 'manageable' steps
12. W rite .steps o f  task to  fo llo w  in  order
13. S h o r ten ed  s e n te n c e s  m su n p li lte d  la n g u a g e
14. A llo w  m ore :n ru  for refo.xuUCiiV in cr ea sed  n u m b er oi' 
b reak s in a c t iv it ie s
15. Disable ihmgero.is equipment ic.g. nvenj.
16. EliOi'lcss learning (telling your reinrive I he cun eel 
inûii'rniv'.iun iit:-:e,nl of encouraging them lo guess, if lacy do 
not know).
17. Use o f  îi I a rm s/ r iee lix m ie  tem in d er s
IR. L a b e ls  on  ilcm s  around the h o u se  Unit ex p la in  hm.v th in g s  
w ork
19, Relax the criteria fur success on
2 0 . Use of-"crvard s y s te m  for  appropriate behaviour
[= 1
CZJ
c a
I Z ]
r z t ]
CZ]
c Z i
c z i
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CISS Adult by N orm an S . End 1er, P h . D . ,  F . R . S . C .  & Jam es. D . A ,  Parker, Ph.D .
Name :—  
Occupation:. lùlucahüH:
Sex: M ( ? )  Date: H /  O  L' C 5"
_ V1 aril at Status: M  CkJTf L(W
the Wkwinp people rend m ;w c i\ Jiilk-u i. wn^siLl. m up^inry I'lca^ c clivle a lumba fium I w 5
fief each iicru. Indjcmc b e *  much >ou engage ia these types o f  uriivide^ %hrr. yew «neourter n ^iru^lül, m up^liing  üi'.Lzben.
Not u« All X'ery Much i '4 ;;. •
t -■ 1. Schedule thy litre hclkr.
I 2 : 0 )  : 2. Focut, on the problem anJ see hosv 1 can tsolve it.
1 : A " ' - . m # # # # 5 3. (hH iL abouiiiirf.ciodiln tcxrsik lW , .  ^ .
] 0 ) 3 1:8*1: . 5 4. Try to he with elhcr people.
; l l l l i l l l i l ; : 5. l&wnc my&eir fol prucawtinaini^. . ..
CO
4 : ® 1  t  ; tliisik : is .bestc 2 , '
' Ï
1
4 ? . D i^cine ptvitcro[iieJ with n45te$ mitl pAinl.
4 2  : ' C 4 5 X. B k m c m yself fur iKvttig gorten rtilo this KUtiatiim.# # ■ â•: ( D  . 10. Outline my pn on lieu
i
S l l S i l i l l ! # â # # # '
;c :C '# 5 W 8 1 1 1 4
# # 0
12. Thtal mystrir lu u ûr orik' fouj m srutek.
3 1111^ 'Il 13. F « l  amtkms aSout net beiuj; able to cope, "
i 2 3 5 - :14c:,:ï3worae ;vety l;à:tSfc;: ;: :
6
( D 15. Think abemi how 1 wilvcd dm SM pm bkm i.
- I 7: :c:c 3 5 16. lelt m yself lhal il i» loally nu: happening Id me.
# 0 0 S 17. Blame m yself lor bcinp. too emotional about (lie mcuailaa.
Q ) / -C 2'.: \ l a ' S i i l l ÿ i 5 16. ü o  oui Ibra mock or meal.
i 2 ' . M R S
' 2 ; : :: 4 ;: 20, Buy mysr If .*>11 tell lit i»;.
! .3 4 . ( D
3 ' 4 5 22. Bîmiic my cell" foi nût Itiinviuy v,liat u> dn.
4
6
23. Go to a party.
4 3 4 24, Work Ip. ioidergtand the siuiutiti.i. ;v 8 : :88.^88: !8ï888:::888:1:!1883 25. ‘‘Ireeze’* auc! nut know what in du.3 4 c A .  .. 26, : eofr&édw W ion  i mittodiAeiy!%.%838:'^
] i H i l l ■' 4 27, 'Dunk ohoul the event and learn from my nrlntakc».
i
d )
2 8 3 1 1 c >1 2S. Wish that 1 enuld change wiiat had happened or how 1 felt.
2 # # - ' L "i 2 ! l i l l A . ( O 30, Wbrry.about: wdtal 1 am going to do.8.:;8:.88;888C: ; > l l l l | 8 B l . ! 1 8 8 l
■j . X
231:1' 4 32 2 Wwatk!'-; '! 8  8 .1  : c 1 : 0 8 % ^  11
2 4 # # # #
3 2 ::3 < 4 34 .: Focus on m y general Itm dequseieillw  183:z:8888888BI8i
» 35, Talktw uumwoe %hu»e adviee 1 vahir. ' ;
" 2 3 v 1-' A 36. : Analyse the problem before rcaenng/ :; 8:88  888:8
. $ l i i i i l l l ! a # > ( S ': 3 :. 3 3!
3
,■=: 4 "'...:■
4 # '3S.8dct ^ r^ !8 8 8 8 8 8 8 2 8 l8 8 8 1 :8 '8 'l .,8 :8 8 8  8 8 ! 8 8 8 8 8 ^ |8 8 i i f f i8 S ® i ^ 2 ' : ' /  
- . 2
3 4
4 0
40. b>c a mu\ if.
41. t l a  control o f  the situation.
t - Z v / ; . :3  ' . . 4 0 42, ■ M itkem  extra ellufl to J e t  things dune,; ; . 8  88':-! !888;8'c888!!88
I 0 # 4 . G ) 43 <%ome up with several diObrent &olumm& to tlie prohlcm.s 4 5 44. la k e  some time oil"and yvt awuy Jrum lltc :i'u.iBuu.11 1 8 1 1 8 1 ! 3 4 . j .  . 45. Take it out on othci people.
1 . ' " 2  ' i l l 1 (JÜ 46. Use the situa lion tu prove thut 1 can tin h
: i i i i i i i i i É # 0 4 47- Try to beorpm izetlNa l ean be on top o f t k  situation.
i > 4 3 48. W akliTV.
Not 41 All Very Much
Ccyri
In
III Syfclzits, lr*:. Ad r 
U Vtrrrs ftri A>r,
i_,tu mzv.w. ii, lt>: fl llus ~i">. Si-rh'linav»r.li, 'O MtV<W<:\ '•‘•-'iUIJ, 
"irritv.<is v>H • Uft, i.»::►.'i.s-fr:n, i-m-ic.'.;aj7,-.vs , -II,1, -")< i>i>
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by Norman,S, Ertdler, Ph.D,, F.R.S.C, & Jam es D.A. Parker, Ph.D.
Nam e:     T W r- U  /  O t . 0  5"
M";rrR) Tf-TT 77 
7f 7^ 7'7» ee-w @1
«I B? 71-72:<ï b ? S] KB ,'CAS StEE (W-Gù E5
K rr^ iz () ms fa sc- 2*27
Al ff S4.55K' (f-bj ïA
W 55.% Al
41 47^3 4?
37) 37431 31 4?
33
4C
22 26-2j 3) 35.
ZD Z3 23 33
A-13 %" 77 31-37
17 21 25-25 33
27 74-234C 25-25 23 22 W-21 23
1MH 24<n <?■'
l!W,Xklil HMlù %M9l.3*.A0 kxVTU.MkBwwJn^NY l+IZHWI.anmk mev^ wii At**.lama».w wa:3Mt i »w attwu, i;% i-wwia-s)*)
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Hospital Anxiety and 
Scale (HADS)
nferNelson
uTKUMnaha pourrai
Name; Date:
Clm icians are aw are that em otions p lay an  Im portant pari: In m o #  illn esses, h  your  
clin ician  k n ow s about th ese  fee lin g s he or sh e w ill be able to  help yon  more.
This cucotionnaire is  designed  to help your c lin ician  to know  h ow  yon  feel. Read each  
Item M o w  .m d u n d er lin e  th e  rep ly  w hich  com es c lo sest  to how  yon  have been feelin g  
in  the past w eek . Ignore the num bers printed a t the edge o f  the questionnaire.
1 Don't take too  lon g  over your rrplu \ . ur ,m ;m June reaction to  each  item  M U
i probably be more accurate lh a .i a lon^. tl,ought w c  re&ponse.
, A-
1 I feel ten se or ^wound wp' I feel as If I am slowed douai
| Most o f  the time Neatly all the time
A tot of the time very often
From time to time, occasionally som etimes
:jO) | | l l l $ ; | Not a i aU Not at all
1 I still enjoy the things 1 used  to enjoy 1 g e t  a sort o f  frightened feeling like
,y ,  ,i Definitely a s much 'buMerfiles' In the stom ach
- !'! Net quite so much Not at allOnly a lin k Occasionally
Efardty at all Quite often
' 1 get a sort o f  fn g h tim il feeling as i f very often
i som ething aw lul is it out to happen 1 have lost interest In m y appearance
Very dehnitely and ipnic badly Definitely
Y & s.tm inoiLoobuJt [ don't cake as much care as 1 ahould
I A little, but h  noe: i t wottv me 1 mav not take quite as much rare
0 Not at all 1 take just as much care as ever
1 l can laugh and see  the funny s id e  o f  things I fuel restless as i f  1 have to he on
As much as i always could the move
Not quite so  much now Very much Indeed
Definitely not so  much now Quite a lot
'. l l l l l l l , Not at all Not very much
w o tiy ln g  though is go through my mind Not g is n
A great deal of the tune 1 look  forward with enjoym ent to things
:7i . A lot of the time As much as 1 ever did
Not too often Raiher (ess thanTused lo
very little Definitely less than I used to
l  feel cheerful Hardly at all
Never I g e t  sudden Ibclings o f  panic
Nor often Very often indeed
,  Sometimes Quite often
Most o f the time Not very often
1 can sit  a t  ease  and feel relaxed Not at all
ilpfinimiy. I can  enjoy a good book or radio or
i j j i S j i n Usually television programme
Not often jQfteo
Nome all Sometimes
Not often 
Veiv seldom
•ik"
I-
t>r
Now check, that you have answered all the questions
j f t .f i i i  < j i r l e i l f e l  il l  (.run Al.s i <?ir I kiIimk i~ «1 i mi i i i ’ l m r i ^ i  <1 |ïlii>tià;:<>|i>,
h  i n  11 , i u  iii i k  ?  „ i i  n i 11. ^ / i t i in  m t i '  i  i "  i  i "  :
ill i  i .h  Y  n I , i ,  U  i n  V . i n  »  i n  " i i  ; , n  In O MiiiiKîj.iiVifCt I ' i .
t - V h iv K f t  k id .  k c x n t i i j e n .  IV m. ' .
I a n  e c m ic n  n r -u  p i t ' k r . d i  n : . ‘<*4 en.- a t e r  i l f h n n  i i n m ;  L c n p m y  l . tu .
ta t Chbwia: l lw i knac. JUoaeioc. - i  iT:
« fe r> H $ b « i 4 c . ' . w n  v f  O r a h ïd a  L ù w = % :  J L iin iw J , r « d  o f  C r in im k  p ic
TOTAL
an
E
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Introductory interview
Interviewee number__________________
Introduce self
name
qualifications, info about training course 
experience of brain injury
Explain purpose of interview
2 hours □
Aim = to help understanding of the position of the families. To enable us to make the 
most of the limited resources, and perhaps be used to support the idea that more 
resources are required. To understand what is helpful/ less helpful to families, and why. Q  
Not a test of skills or coping ability □  ’
Free to stop at any time q
Assure confidentiality □
Obtain consent
to tape 
to use quotes 
to be interviewed
Questions 
The participant
Relationship to injured person
Ethnicity________________________
Age_____________________________
Employment______________________
Benefits? ________________
When and how discovered about benefits?
Are you taking part in any other research at this time? 
If yes, please give details:
Injured person
(FED PT □  noneO )
□
□□
□□□
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Age of relative at time of injury (not <16)
Date of injury (must be between Jan 1995 and June 2004)
Severity of injury (PTA, GCS, coma duration)
If the interviewee has lived with the injured person:
Time post injury
Duration of time living together 
Composition of household at the time
If the interviewee has not lived with the injured person:
Duration of time spend together (must be daily)
Caring/ social/ mixed role?
Distance apart from injured person (do they live close by?)
Would you like a cope of the transcript? Yes • No □
Main interview
People present at interview
Time line of involvement with services; for both participant and their relative.
Date started Date finished service
3 1 4
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Interview schedule
The qualitative aspects of the interview will focus around the questionnaires as follows:
(a) After the understanding of brain injury questionnaire:
“Where did you learn this information?” [offer prompt sheet]
Prompt: Can you think of anything particular that you’ve watched or read, or people that
you’ve spoken to, that have helped you develop this understanding?
Before you had your own direct experience with______ , what was your understanding of a
person with a brain injury? (Who did you think of?)
How typical do you think your relative is of a person with a brain injury?
(b) During the rehabilitation strategy checklist:
Is there anything else that have tried, that I haven’t listed?
(e.g. strategies for managing aggression?)
(c) Source interview
Do you still use any of these strategies?
Did you ever speak with any healthcare professionals (psychologists, occupational 
therapists...) about strategies?
What help would have been useful, given that you thought of these yourself?
Was anything suggested that you didn’t use or couldn’t use?
(d) Vignette 1
To help us understand how you understand the strategies, and to help me think about how to 
recommend strategies to families...
(e) Rehabilitation strategy checklist (VI)
“Is there anything else you might recommend to a friend in this situation, which has not been 
mentioned in this list?”
Tell me about the reasons you chose these strategies
“Where did you learn about this technique (mentioned in response to the previous question)?” 
[offer prompt sheet]
(h) There are some differences between what you use, and what you suggest these people try. 
What do you think has caused this?
(I) CISS questionnaire
3 1 6
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Some people cope with stressful situations by focussing on the problems and finding solutions 
to them, other people cope by speaking to people and finding emotional support, and other 
people cope by doing something unrelated until they can go back and face the situation. How 
do you think you coped when you found out about your relative’s injury?
Do you continue to cope in the same way?
Have you ever felt any need for any support for yourself? Has anything been offered to you 
rather than your relative?
(j) Coping continuum
(k) HADS questionnaire
Would you say that this is how you feel most of the time, or is it because we are focussing on 
the issues today in the interview?
(1) Professionals
Has your experience of services and of working with professionals been smooth or have there 
been any difficulties along the way? What was good and what was less useful?
What did they do that was helpful/ unhelpful?
What made it possible to work with that person/ difficult to work with that person?
(m) Summary
In summary, what has been the most help to you personally?
What has been the most help in helping you to help your relative?
What would you like to see more of in services? If you could wave a magic wand over the 
services, what would you change and how would you like them to be different?
“Now that we have completed these questionnaires and have discussed some of the answers 
you gave, do you feel that your answers have given me an accurate reflection of you, your 
understanding of brain injury, and the strategies you have tried?”
Has talking with me today brought up any issues for you? Is there anything you would like 
the opportunity to discuss with me further?”
Discuss help with depression, is appropriate
Discuss how they can contact me in future if they would like to.
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Research vignette (version 1 for parents)
Here is a story about a man who sustains a brain injury. The details of the story are 
based on the researcher’s experience of people with brain injuries but the stories are 
fictional. Please read through the story and indicate which of the strategies you might 
advise a friend to use in that situation, given your previous experience and knowledge 
of brain injury.
1. A 25 year old man sustains a head injury in a road traffic accident. After six 
months in hospital he returns home to live with his parents. He has begun to walk 
independently once more, and was able to be left alone on the wards in the hospital 
without risk o f hurting himself or other patients. After 3 months o f living at home, 
his parents report the following difficulties;
A -  He has difficulty controlling his temper
B -  He doesn’t listen when his parents are talking to him and instead watches the 
television
C -  They are continually late for appointments because he just messes around’ with 
things in the bathroom or his bedroom and ‘seems to forget what he’s supposed to be 
doing ’
D -  asks them repetitive questions about what happened yesterday or when things will 
happen in the future and they are finding it difficult to continue to be patient with him 
when the tell him the answers.
Research vignette (version 2 for spouses)
1. A 25 year old man sustains a head injury in a road traffic accident. After six 
months in hospital he returns home to live with his partner. He has begun to walk 
independently once more, and was able to be left alone on the wards in the hospital 
without risk o f hurting himself or other patients. After 3 months o f living at home, 
his partner reports the following difficulties;
A -  He has difficulty controlling his temper
B -  He doesn’t listen when his partner is talking to him and instead watches the 
television
C -  They are continually late for appointments because he just messes around with 
things ’ in the bathroom or his bedroom and ‘seems to forget what he’s supposed to be 
doing ’
D -  asks repetitive questions about what happened yesterday or when things will 
happen in the future and his partner is finding it difficult to continue to be patient 
with him when the tell him the answers.
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Reliabüitation strategy cht eklist for vignette.
Here is a list ot strategies thaï m ay be suggested at som e point during rehabilitation in 
hospital or in the community. Please indicate which ( if  any) o f  these strategies you 
on Id recommend to the people in the vignette. You will have the opportunity to 
diaciM your expériences and thoughts as we consider each strategy,
1. Allowing more time for responses to questions
2. Allowing more time for doing everyday tasks
3. Prompting to do things (c,g, getting out of bed)
4. Labels on drawers to indicate where things arc kept
5- ’Signposts' amund the house to indicate where rooms are 
0, Use of a di ury for writing down what has been done
7. Use of Ü diary for writing down things to remember to
do
& Use of aids around the house (e.g. raised seats, kitchen 
equipment)
9. Reduce general level of noise
lit, Turn off radio/ television when talking together
H . Dre 1 i 1 s info smaller ‘manageable1 steps
12. 1 Vin Wf s o f task to follow in order
13. Shortened sentences or simplified language
14, Allow more time for rtl r W  increased number o f  
breaks in aclivitiex
U . Disable dangerous equipment (e.g. oven).
16. Errorless learning (telling your relative tlie correct 
information instead of encouraging them to guess, if  they do 
not know). ,
17. Use o f  alarm&j electronic reminders
15, Labels on items around the house that explain how tilings 
work
19. Relax the criteria for succe&s on tasks
20. Use o f  reward system for appropriate behaviour 
Any thing else you would recommend?
d Z 3 ^
C3Zf
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Understanding of brain injury questionnaire (revised)
Please indicate your level of agreement with each of the 
following statements about brain injury using the numbers on the 
right hand side (completely agree, agree a little, unsure, disagree 
a little, completely disagree). Please answer according to your 
beliefs. You will have opportunity to discuss responses at the 
end.
1= completely agree
2 = agree a little
3 = unsure
4 = disagree a little
5 = completely 
disagree
Example;
(i). People with brain injuries can be identified by their 1 2 3 4 5
appearance
1. Seatbelts/ prevention
a. You can always keep yourself safe if you are careful 1 2 3 4 5
b. You don’t need seatbelts as long as you can brace 1 2 3 4 5
yourself before a crash
c. Accidents only happen to careless people 1 2 3 4 5
d. Road safety awareness can prevent injuries 1 2 3 4 5
e. Wearing seatbelts causes as many injuries as it prevents 1 2 3 4 5
2. Amnesia
a. People usually have more trouble remembering things 1 2 3 4 5
that happen after an injury than remembering things
from before 1 2 3 4 5
b. Sometimes a second blow to the head can help a person
remember things that were forgotten 1 2 3 4 5
c. A person with a brain injury may have trouble 
remembering events that happened before the injury,
but usually does not have trouble learning new things 1 2 3 4 5
d. People with brain injury can forget who they are and not
recognise others, but be normal in every other way 1 2 3 4 5
3. Brain injury sequelae
a. It is common for people with brain injuries to be easily 1 2 3 4 5
angered
b. It is possible that a person’s personality will change
after a brain injury 1 2 3 4 5
c. Problems with speech, coordination and walking can be
caused by brain damage 1 2 3 4 5
d. Problems with irritability and difficulties controlling
anger are common in people who have had a brain 1 2 3 4 5
injury
e. Most people with brain damage are not fully aware of 1 2 3 4 5
its effect of their behaviour
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1 2 3 4 5
f. Brain injury patients usually show a good understanding 1 2 3 4 5
of their problems because they experience them
everyday
g. Brain injuries may cause one to feel depressed, sad and 1 2 3 4 5
hopeless
h. Drinking alcohol may affect a person differently after a
brain injury ' 1 2 3 4 5
i. It is common for people to experience changes in
behaviour after a brain injury 1 2 3 4 5
4. Recovery
a. Recovery from a brain injury usually is complete in 1 2 3 4 5
about 5 months
b. Complete recovery from a severe brain injury is not
possible, no matter how badly the person wants to 1 2 3 4 5
recover
c. Once a person is able to walk again, his or her brain is
almost fully recovered 1 2 3 4 5
d. Slow recovery may continue even 1 year after the injury 1 2 3 4 5
e. Once a person with a brain injury ‘comes to’ and stops
being confused, they will not become confused again. 1 2 3 4 5
f. A person who has a brain injury will be ‘just like new’ 
is several months
g. Asking persons who have had a brain injury about their
progress is the most accurate informative way to find 1 2 3 4 5
out how they have progressed
h. It is good advice to remain completely inactive during 1 2 3 4 5
recovery from a brain injury
i. Once a person recovering from a brain injury feels
‘back to normal’ the recovery process is complete. 1 2 3 4 5
5. Rehabilitation
a. “Cognitive” refers to thinking processes such as 1 2 3 4 5
memory, attention and learning.
b. “Cognitive” refers to the ability to move your body 1 2 3 4 5
c. The primary goal of brain injury rehabilitation is to
increase physical abilities such as walking. 1 2 3 4 5
d. It is necessary for a person to .go through a lot of
physical pain in order to recover from a brain injury 1 2 3 4 5
(“no pain, no gain”)
e. Memory is like a muscle; it gets better i f  you work at it. 1 2 3 4 5
f. How quickly a person recovers depends mainly on how 1 2 3 4 5
hard he or she works at recovering.
g. I f  you write things down or someone reminds you then 1 2 3 4 5
your memory doesn’t recover properly.
h. Rehabilitation is only useful if it takes place in the first 1 2 3 4 5
few months after injury.
i. Rehabilitation cannot change problems like aggression 1 2 3 4 5
and irritability.
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6. Personal experience
a. My relative’s injury was the result of chance
b. My relative’s injury is largely due to his/ her own 
behaviour
c. Other people played a large role in causing my 
relative’s injury
d. May relative’s injury was caused by poor medical care 
in the past
e. The effects of my relative’s injury will last a short time
f  The effects of my relative’s injury are likely to be
permanent rather than temporary '
g. My relative’s injury is a serious condition
Thanks for taking the time to complete this questionnaire
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
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Hypothesis one
A positive correlation is predicted between understanding o f brain injury and 
reported number o f rehabilitation strategies used
Spearman’s rho correlation was used unless indicated otherwise in Table one, and all 
tests were one-tailed because hypotheses all predicted positive relationships.
Table 1.
Correlations between understanding and strategy use
prevention amnesia Sequelae** recovery Rehabilitation**
Strategy
use
r(28)= 0.152 r(30)= 0.130 r(30)=-0.133 r(28)= 0.224 R(30)= 0.099
Power 0.2 0.18 0.18 0.3 0.14
<0.05 **Pearson’s product moment correlation.
All of the correlations are not significant. These findings do not support the 
hypothesis. Understanding of brain injury is not related to number of rehabilitation 
strategies that the family report using. However, these tests have low power and 
therefore there is increased chance that these findings are the result of a type II error.
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Hypothesis two
A positive correlation is predicted between understanding o f brain injury and use o f  
task-orientated coping strategies.
Table 2.
Correlations between understanding and use of task-oriented coping strategies
prevention Amnesia Sequelae** recovery Rehabilitation**
Task-oriented
style r(28)=
0.108
r(30) = 
0.098
r(30) = - 
0.013
r(28)=
0.067
r(30) = -0.117
Power 0.14 0.14 0.058 0.1 0.16
*p <0.05 **Pearson’s product moment correlation.
All correlations are non significant at p<0.05 level. These findings do not support the 
hypothesis. Use of task-oriented coping strategies is not related to understanding of 
brain injury.
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Appendix L
Transcript of Interview 22, Penelope.
All names of family members, friends, hospitals, professionals and organisations have 
been changed to preserve confidentiality.
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Interview 22 (Penelope) 
Background information
Participant’s name: Penelope
Name of injured person: Lizzie
Date of injury: July 2000
Age of relative at time of injury: 21
Severity of injury: Post traumatic Amnesia 6-8 weeks
Cause of injury: Road Traffic Accident
Participant’s relationship to injured person: mother 
Participant’s age (current): 50 
Ethnicity: White British
Employment: “I do a little bit of work but not really”
How they found out about available benefits:
“No, no, NONE WHATSOEVER [help to find out about benefits]. Lizzie is 
now on Disability Benefit because she did work for a time but it was all too 
much for her and it was just that she had to go in to have an interview and the 
person that did the interview said are you aware that you could have 
something all the time and she was really poorly and in and out of hospital in a 
wheel chair... not., and nothing, nothing at all and no explanation as to what 
was possible, impossible or anything of any description She had some sort of 
benefit but it probably wasn’t the correct one or you know There was no help 
of any description. We just happened to, last August or last June, or 
September, something like that, we just happened to have a conversation at the 
SDWP because Lizzie had another interview and this lady was terribly helpful 
and I was astounded.”
People present during interview: interviewer and Penelope 
Time line:
Antata Hospital -2 weeks 
Chandan Hospital -  6 weeks
Roan Rehabilitation Centre -  2 weeks and then discharge home 
Outpatient - orthopaedics (who made referral to physiotherapy) 
speech therapy
- psychology
- occupational therapy
Referral to Abraham rehabilitation centre (“unpleasant”)
Referral to Spiers rehabilitation centre (“fantastic”)
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Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Transcript of interview
How long was it between the injury and finding out about benefits?
Four years. See Lizzie had had some benefit while she wasn’t working 
but it was only as I say about September that this lady said if you look 
after her you can get a carer’s benefit and explained her benefit and the 
Disability Benefit which she should have probably had before but we 
didn’t know anything about it.
Frustrating?
Well to be honest, you’re too busy doing other things to even question 
whether you should be asking anybody. Your concerns are much more 
to do with injury than anything really.
Yes
It’s pathetic really so I don’t care about getting the 40 something 
pounds a week now as long as it lasts because really I should have had 
it earlier, it would have been, better when she was really not very good 
and when we had to fiddle about caring.
ok. Are you taking part in any other research at the minute?
Don’t think so, no although we will get I think the only other 
questionnaire I think I’ve ever filled in is for is the Spiers 
Rehabilitation centre. Do you know the SRC?
I have heard if it.
The Spiers Rehabilitation centre. Whether they will put anything in 
with something they are doing I don’t know but not as far as I know at 
the moment.
Okay. It’s just to keep tabs on things. Who’s doing what. We don’t 
want to overwhelm families. •
Of course, yes.
Okay that’s about you. I just need to know a couple of things about 
Lizzie...
Right okay.
How old was she when she had the injury?
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Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Interviewer:
Penelope:
21
And that was 4 years ago?
July 2000. It was July the...can’t remember the date now isn’t that 
stupid it was July 2000. She was 21 on the 16th June and the accident 
was about 3 weeks later. Something like that, 3 or 4 weeks later. So 
she was 21 years 1 month when it happened
Right, and how severe was it, do you know how, if there was a coma 
scale?
Yes, now she can tell you that; I can’t tell you that I’ll get her to tell 
me that. She had post accident amnesia for 6 to 8 weeks I think so it 
was called a severe and she had pre accident amnesia for something 
like 4 weeks so you can see it was deemed to be...
...I know that the post thing is deemed to be severe because it was 
something like 6 to 8 weeks. She’d no idea what was going on.
When she came out of hospital did she come back to live with you 
straightaway? Or how long has she lived with you since the accident?
She was in the hospital where she was injured, then she was transferred 
down to here and then she went into a rehab hospital and then she 
came back here.
Okay
So she’s been here ever, well she hasn’t been here totally ever since 
because she did try and share a flat with a friend but it didn’t work so 
she came back again.
But you’ve lived together for at least 6 months since?
Oh yes, no no no, it was 2 years ago that she tried to share the place 
with a friend but it umm didn’t work she obviously got into a pickle.
Okay...so now I just need to know, could we go through a time line of 
what services you have had. You said she was in one hospital, then 
another, then rehab then home. How long was she in each of the 
hospitals?
[gives details of hospitals]
Okay and then she came home about 2 months after the accident.
Yes it was just over 2 months after the accident.
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Interviewer: Once she came home did she have any, perhaps it’s better to start in 
Roan rehab what services did you have there did she have any physio, 
speech?
Penelope: She had physio which we now know was the wrong thing. She hated
every minute of it and had little or no help. She was very frightened by 
it, was very distressed by it and we just wish, I mean the rehab 
specialist insisted that she went in. He came into the hospital and as 
good as told us that we were criminal if she didn’t go to the rehab 
hospital, but in fact it was very distressing for her, it was bad news. We 
kept saying “no there is nothing that you do that we can’t do at here ” 
so it was really bad news. She was frightened by people.
We don’t know the motive of the guy for wanting her to be in this 
rehab hospital because, we presume it was funding bums on seats he’d 
got age ranges with injuries from stroke and accidents and things and 
she probably fitted an age range he wanted in that unit, I don’t know 
but it was really not very nice.
Interviewer: So was it just the physio that 'was frightening?
Penelope: No the physio wasn’t frightening. We now know because she wasn’t
referred to a knee specialist, she has subsequently seen a knee 
specialist and all the physio she'had was to the detriment of her knee
Interviewer: Oh
Penelope: Yea, oh yea. They were helping her to try and walk because she
couldn’t walk when she went in there. But if she’d seen a knee 
specialist they would have been doing things very differently because 
her knee is still out of line. It was counterproductive physio. She was 
frightened of the place itself, she was very upset being in there, really 
frightened by it and she felt a long way from home because when she 
was in the Antata Hospital, I was in the room with her 24 hours a day 
because she couldn’t be left.
Sounds very boring on the tape but her spinal her orthopaedic injuries 
were stable so they decided not to operate on anything in the hope that 
they would remain stable provided she didn’t move. She had sort of 
splints and things so she didn’t move and they put sides up because she 
was trying to escape because she didn’t know what the hell was going 
on and her head they didn’t do anything to her they just bored a hole to 
release the pressure, so I stayed with her 24 hours a day, 24x7 in this 
room in the Antata Hospital and a nurse said I could leave her to go 
and use the phone. I said “Are you sure? You mustn’t leave her she 
must have someone here all the time cos she wants to get out o f bed?' 
“No no, I ’m going to be in here, go and use the phone. ” I went to use 
the phone. I looked round this nurse left the room, I went in the room 
and she’s on the floor, she climbed over the bars and she’s gone down
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and she’s got problems at the moment and we don’t know if its to do 
with that and I couldn’t leave her again then and there had to be two 
people in the room then.
Ugh. So when we came here, we again because of her injuries were 
stable and because you’ve got a brain injury they decided not to give 
her sedation because they wanted everything to sort of stay stable. So 
while she was here they allowed us a nurse to look after her from 
midnight till 6 or from midnight till 5 sometimes and we took it in 
turns to stay with her all day to stop her going over because if she 
thought there was no one there she was trying to climb over the side 
[laughs] So she doesn’t know what’s going on at all, no idea but she’s 
trying to climb out all the. time she’s not allowed to stand up or 
anything because of her leg so when she gets to Roan rehab, we can’t 
stay there all the time, it’s a ward with 6 people in, so she’s frightened, 
she’s frightened and beginning to understand what’s going on but not 
really you know so it was very .frightening so it was entirely the wrong 
thing, I wish to God that we’d never done it but anyway it doesn’t 
matter we got over it afterwards. So her realization of reality is 
creeping in, she’s on her own, she’s frightened and she doesn’t trust 
the people around her. Doesn’t know who they are, doesn’t trust them, 
no familiar faces, nothing to trust. The physio was nice, she did trust 
her but we now know she shouldn’t have been doing that physio.
So, [laughs] I know, I expect you get this a lot. I think you get this a 
lot. I think each person you talk to will have elements of this thing. 
And because, unless you are medically trained you don’t know, you 
don’t know what you are supposed to not allow or allow or to 
complain about or ask or whatever, you just don’t know so you are an 
innocent in the whole thing you just don’t know.
And nobody seems to tell anybody either?
Well, they tell you that what they are doing is the thing to do and you 
have no qualification to question. Certain things you question like 
she’s upset about that do you really need to do that? But, you’re not 
qualified to question and the authority is coming at you saying “we 
know what we are doing and i t ’s fine”. We didn’t know that we should 
have said to them hang on a minute is she seeing a knee specialist. We 
had no idea and so that was nightmarish, so we got back here so that 
was much easier.
So did she see anyone else in Roan rehab for the couple of weeks you 
were there?
Yes the rehab specialist went in there to see her and when we have got 
through a lot further we are going to write complaint letters about him 
anyway because of things like he didn’t refer her to a knee specialist, 
which he should have done, somebody should have. When she went to
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see him for her post check up after leaving there, I went with her and 
he said “Why have you got your mother here with youl”
Now this is somebody who’s supposed...[tape not clear]... and he’s 
saying to her “why have you got your mother here with youl” cos I’d 
taken her in the car. I suppose she could have gone on her own on the 
bus, she wasn’t allowed to drive; very odd, very odd he was always 
behaving oddly. He always behaved very oddly. He then told her she 
could drive, so she got very excited because initially they said you 
can’t drive until someone authorises it. So she got all the forms and the 
forms said have you had this treatment or that treatment. We had no 
idea what treatment she’d had, nobody could tell us we even rang the 
Antata Hospital and said “did she have a Burhole?” We now she did 
have a Burhole, but we didn’t know. We knew she’d had a hole in her 
head but we didn’t know what it was; nobody had ever told us what 
they had done. We knew she’s been in intensive care they never told us 
what they’d done.
We asked to see the neurologist, he didn’t come and see us we asked to 
see him and he said “Oh in 2 years time she 7/ be as good as she 7/ 
ever be and that’s i t”, and that’s virtually what he said. He was really 
odd, really, really, odd. But this rehab specialist who said why have 
you brought your mother here? She said “my leg hurts and I  have to 
trouble with my arm and things He said “I  don 7 think there’s much 
wrong”, so he didn’t refer her to a knee specialist. Then when she tried 
to get the information to fill in these forms to get her driving licence, 
he’d said to her you can have your driving licence, you can apply for it.
She wrote to him, she rang him. I rang his secretary, it took 3 months 
to get any reply from him and his secretary shouted at me down the 
phone: “How dare you? H e’s a busy man?'’ I said “Ijust want to know 
the things for this form he said she can drive but she can ? because she 
can’t tell the DVLA about her treatment because nobody can tell us 
what it was”. And they were really nasty and we are going to write and 
complain about him because it was all wrong.
You know if she has to write his name on a form she goes mad. 
Because she feels very, very let down because she’d then had 
ISmonths of the wrong physio, and she’s had a lot of problems since 
and she thinks that if he had done his job properly she would have had 
help a lot sooner with her leg. So he said her leg was alright. He 
fiddled about with it and said it’s alright. But it isn’t, we’ve seen 
somebody last week who said “No, we know where i t ’s not alright, we 
know the knee cap’s out o f line because she’s had an operation.” But 
she’s got further problems in her hip: she’s had a nuclear bone scan, 
she’s having an MRI and something else, because there is something 
wrong, but this guy said there was nothing wrong. He could have said 
“well i f  you think there is something wrong, I  can refer you to so and
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We had to ask to be referred for epilepsy because she has a problem 
with her head. We had to go to the hospital and ask somebody to do it 
because nobody would do it. Our doctor asked for a referral, nobody 
did it. So the rehab thing was à total waste and she was frightened and 
she hated it and she hated it and you know when she was in hospital 
we cooked food here and we took it even up the road there, took her 
food all the time. When she was in Roan rehab I used to cook 
something, put it in a plastic box and drive like a maniac down to Roan 
rehab and it would be lukewarm and sloppy and she would say “ah 
home-cooked food'. And she herself will tell you that she thinks that’s 
why she recovered so well physically because that’s what we did all 
the time. She just hated it. She hated the food, she hated it, she was 
frightened by the people around her.
She was in a room on her own at Chandan Hospital because of this 
problem of getting out of bed and having to have someone there all the 
time, she was in a side room. Whereas in this 6-bed room, she had 
somebody opposite who had a stroke. Now it’s not their fault they’ve 
got things they have to deal with but of course they operate in a 
different way and they have different things. She would have been 
equally as awkward for them to deal with, and she was frightened.
So she was frightened of the other patients.
She was particularly frightened of one male nurse who had been an 
accident victim and had trained to be a nurse, through the Head Injury 
Victim’s training and she was really frightened of him, really 
frightened. I don’t know what she thought he would do, but she was in 
a vulnerable position which meant that any fear is a bit larger, whether 
it had any basis or not, it is big, it was a disaster, but fortunately she 
was not there very long.
Did she have any speech therapy, psychology, OT?
Yes, yes
She had those things while she was there?
She might have had a bit down there, I don’t know because unlike here 
when we were there all the time, down there we couldn’t be there all 
the time so yes I think she did, I think she did. We had a very good 
speech Therapist here, very good indeed.
Was she someone who came out to you after Lizzie was discharged?
No she went in to see her a few times, she was very good
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Interviewer: Okay, so perhaps we can come on to that. So, she had some rehab for 
a couple of weeks which was generally an unpleasant experience, with 
a rehab specialist who didn’t-seem to know what he was doing?
Penelope: Whether he knew what he was doing or not I have no idea, but he
didn’t do what was needed for her and he’s supposed to be an 
authoritative figure of experience. So it’s taken years to do the things 
which he was in a position to refer to. For him he could dictate a letter 
and the thing would move on but he didn’t do that, he said “zY’s all 
alright” and “w/zy did you bring her up here?” That’s what really 
incensed her most as if to say "you’re fine now”, you know and she 
patently wasn’t. I mean she’s not fine now. So, in fact, she was very 
distressed about it. So am I.
Interviewer: Hmmm, so she came home and what care or help did you have?
Penelope: Nothing really, she went to the hospital, saw the orthopaedic man he
didn’t again, he didn’t refer her to any specialist [laughs]. Mr Frame, 
he’s a general orthopaedic man I think and he didn’t refer her to any 
specialist either.
She was hit by the car in her knee, so it was obviously always going to 
be a high point and so she was very ‘anti’ him although when we first 
went to the Chandan Hospital, he was talking about taking the bottom 
half of her leg off, so we were quite pleased that he didn’t advance on 
that because it had got the damage done it’s a particular bit, you’ll 
know all about it more I do, it’s a particular bit that was cracked and if 
it goes too far there’s no going back. The first consultation was 
whether to take the bottom half of her leg off or not, but I’d already 
established with the people in Antana that everything was stable and I 
said we saw the head man who said everything worked and I said that 
Mr Rice, and he is world renowned, said "leave well alone” and as 
soon as I said that they left well alone because he is headhoncho man. 
So she saw him but I had to take her back obviously like months after 
she left the hospital something like that. She saw him and he referred 
her to physio.
Interviewer: Right
Penelope: So we borrowed a wheelchair from the Red Cross because she couldn’t
walk, she’d got these splints in her legs, she could walk. We weren’t 
offered anything, no, no no we weren’t offered anything like that we 
borrowed one from the Red Cross down the road. I don’t know who 
told us to do that somebody did, and she had a check up and the guy 
Mr Frame said "right you must have some physio for this leg”. So she 
had physio for the leg, for a long time. I had to take her up there every 
Monday or whatever it was for a long time and the physiotherapist she, 
Lizzie would come out of the physiotherapist crying and I would go
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into the physiotherapist who Wasn’t horrible and say “look she is 
trying her best and among all the gruffs she is not improving
Now if you say someone is trying their best, their strength and things 
by all the assessments improve to a certain extent, but hers were never 
improving and she came out crying and the physiotherapist was sort of 
implying that she really wasn’t trying her best. She doesn’t look as 
though she’s got a brain injury, so it’s difficult for them to understand 
because she looked quite bright by then, she was speaking relatively 
fine and every bit of physio was counter productive to her knee.
For all that long time.
A long time. It was only about ISmonths 15 months, 18 months and I 
had to keep going in and saying “she’s coming out crying because (a) 
it hurts and (b) she’s getting the impression that you think she’s not 
putting any effort in, but you must understand she has had a brain 
injury and she is putting the effort in but it i t ’s obviously this is as hard 
as she’s going” so I think after a while they stopped.
Was that a brain injury physio?
No it wasn’t, it’s just an ordinary physio but you see she doesn’t look 
not alright, this is one of the biggest problems she looks alright, until 
she’s ill ill, for example, you can go to the supermarket and she’s ill 
and she looks like she’s having an epileptic fit, she looks all right and 
people say “well she's all right”. Not at all. So that was not very nice 
and still she just can’t walk properly. We even saw the specialist at the 
court case who said he didn’t see her limp. Now she can’t walk without 
limping, she literally can’t walk without limping. Sometimes it’s quite 
violent and sometimes it’s not but she can’t walk without limping.
Did you have anything else: speech, psychology, OT?
Yes, Psychology. Dr Blonska, the psychologist, Lizzie saw Dr 
Blonska, I can’t think how .often but she did see her. She was very 
helpful in some ways and she told us what would happen but she didn’t 
really do anything.
When Lizzie was hmm it’s so .complicated because there was a court 
case and you have to do your best to ameliorate the costs of the court 
case you know you have to try things and Lizzie was offered, when she 
was a student she worked for Organisation F in London and they had 
someone going on maternity leave and she was offered one day a 
week, you know these people were marvellous when she had the 
accident they sent huge bunches of flowers and cards and things, they 
were marvellous and she only worked for them as a student but they 
wanted her to work for them when she’d finished university and they
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said there’s one of the people going on maternity leave could you fit in 
one day a week which she did.
Now she should never have done it. We saw Dr Blonska around that 
time and she obviously we explained because she’s got to try it for the 
court case and she was trying to be helpful but Lizzie got no help, got 
no help really understanding what was going to happen whilst she was 
trying to get back into the workplace and what would happen to her 
herself which we now know so much more about since she’s been at 
the Spiers Rehabilitation Centre. She should never have done it, it was 
far too soon and there was nobody around helping her to prepare 
although Dr Blonska was attempting to help it wasn’t definitively 
preparing for this work place situation which and I don’t know how 
anybody could help to prepare but what we discovered subsequently is 
that Lizzie’s got damaged executive function so anything she does, she 
does to it’s maximum and she’s not capable of doing it to it’s 
maximum so the repercussions, for her physically and emotionally are 
devastating.
So what happened; she started one day and oh ‘can you do 2 days?’ 
‘yes I can do 2 days’, oh ‘can you do 3 days?’... and she’s ending up 
getting up 5 o’clock in the morning...having a shower, takes a break 
getting ready, being taken to the station catching a commuter train, 
being jostled and things so her leg’s hurting getting to work doing a 
job she’s not capable of fulfilling with people who are saying “well we 
are going to help as much as we can” so we’ll overlook a certain 
amount wearing herself into a complete frazzle, coming back on the 
train, sitting here, eating and going to bed. Unable to function, so 
having this weird long day with just getting more and more incapable; 
much too much and then they going from what was really one day to I 
think it was eventually it landed at 4 days and that’s when she 
just.. .but nobody rang to say “this is too much you, shouldn’t be doing 
this, this is too much” so until we got the Spiers Rehabilitation Centre 
who said “woo i t ’s much too much
When she told her employers that Spiers Rehabilitation Centre said cut 
down your hours they said hmm “take a month off...hmm take 2 
months off or hmm...don’t bother coming back at air because she 
wasn’t capable of what she was doing anyway doing you see she was 
capable of maybe doing one day but the commuting and the thing itself 
she wasn’t capable, but there was no-one around and you wouldn’t 
know who the hell, how do I know who to ask?
She’d seen Dr Blonska as a regular thing we’d discussed the sorts of 
problems that she was having but there’s no-one you can turn to and 
say until she got to the Spiers Rehabilitation Centre and they say “yes 
we see this every day we know how people with damaged executive 
function to push and push and we see it all the time and some people
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push till they have an absolute nervous breakdown I  mean they 
literally can’t function at all”.
They just, well, she was she couldn’t speak she tried phoning but she 
couldn’t speak. The trains went wrong one day and she had to go to 
Victoria which was terrifying, it was half past seven at night, she’d 
been left here since six-thirty in the morning and she’s standing on 
Victoria Station trying to tell me she tried to tell me that she’s at 
Victoria Station but she can’t tell me cos she can’t speak and there was 
no-body to help because there’s nobody you can go to and say “what 
do you do about this? ”
Interviewer: So she was still seeing Dr Blonska throughout this time?
Penelope: Yes, she hasn’t seen her for a long time now but she was seeing her
intermittently but because you have to do so much for the court case,'I 
don’t know what she could have said it was only with the Spiers 
Rehabilitation Centre who were specific to this sort of thing that we 
became aware. I don’t know what she could have said or done to help 
the situation because you’ve got the solicitors on one hand saying 
“well, i f  you are offered work you have to try and take i f  because this 
is a legal thing you can’t just say “ooh no, don't fancy that” you have 
to try your best and we needed the other side of somebody saying “no, 
hang on, a minute, this is to be limited': we needed someone who 
knew about it and really perhaps she wasn’t the right person because 
this is all to do with workplace but who do you go to? And how do 
you know?
Interviewer: Gosh
Penelope: So it’s had a profound affect upon her
Interviewer: So she saw Dr Blonska for a while. What happened with the Spiers 
Rehabilitation Centre, is that more recent?
Penelope: What happened was she, while she was doing this commuting she went
to try and share a flat with a friend in London so she didn’t have to commute 
in, to help. But it didn’t really help because she didn’t have us to fall back on, 
she had her friend, all her friends are the same age, they were at school 
together and you can’t expect somebody else to take responsibility and she had 
all sorts of problems. In fact she sleepwalks, and things like that, and so it sort 
of worked (ish) when it worked but it didn’t really work and she was always 
coming back in and then eventually several things happened.
It was in Camden; a guy was cut up and left in black plastic bags near where 
their flat was; some girls were murdered near the flat; two weeks before she 
moved out the girl was attacked with a carving knife by somebody sitting in 
the bushes. I mean these were quite nice flats but this is Camden and the week 
she moved out, the reason she came home again was they were burgled she
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was here and Caroline was coming home saw the lights on and said “0/z Lizzie 
you left the lights on you nit” and Lizzie said “/  left in daylight” or something 
like that and they’d been burgled somebody broke in and smashed a window. 
So she came back.
It was too much you see anything traumatic was back to scary, too traumatic. 
So that wasn’t very good, and then I was getting in a real twizzle, because we 
asked the GP to refer her to anyone because this ‘head thing’ we didn’t know 
if it was epileptic so I told her not to drive till we found out. Nobody else told 
her not to drive, GP didn’t tell her not to drive, nobody told her not to drive, 
only me because I was the only person that ever saw all this cos she didn’t go 
anywhere or do anything and you didn’t work to order she couldn’t sit in a 
GP’s surgery and ‘go like this’, it worked under pressure and you’re not under 
pressure when you think someone’s going to help you; you’re under pressure 
when you’re at the supermarket or on the train, or you have a nasty fall, so he 
didn’t ever see her getting upset. So I said “right you can’t drive, get someone 
to check you out, see i f  you are epileptic because there is such side affect” and 
I had no idea who to go to I had absolutely no idea who to go to because 
nobody seemed to be interested.
It’s really odd. I spoke to my sister who’s got a son who had a brain injury 
and she told me about the one person who helped her she had no help, this is 
30 years ago, she had no help of .any description but the one person who
helped her, interestingly enough, was the lady named Rachel Howe, who
was.. .you know Rachel Howe?
Interviewer: I‘ve heard of Rachel Howe, yes.
Penelope: She was doing a PhD to do with brain injury, she was doing research,
she was doing similar to you, on the problems somebody with brain injury I 
think to do with families and she asked my sister if she could interview her 
and they sat down and talked and my sister said she was the only person who 
gave her any help of any description ever. My nephew’s still got huge 
problems; he never got any help at all. It was really terrible what happened to 
him.
So my sister said “i f  I  were you I  would try and find  this Rachel Howe ”, she 
said, “she’s the only person who could help you”. So I rang, she told me the 
hospital that she thought she was ■ attached to then, they told me another 
hospital in [large city], so it went on. Through this chain eventually I landed 
up I think in [another large city], I think that’s where she’s based. Spoke to 
her secretary, I said “I  don’t know what to do: my daughter’s in a real pickle I  
can’t even get somebody to test her fo r  epilepsy, she’s doing too much, I  don’t 
know what to do, I  don’t know who to ask, my sister says to ask you”. So this 
Rachel Howe rang me back, talked to me on the phone for about an hour. She 
said look the Abraham Centre in [town], she’s an unattached, get referred 
there and we’ll, and so Lizzie went in there for a fortnight, I think it was for a 
fortnight. But Lizzie hated it.
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Interviewer: Oh did she, why?
Penelope: Again it was away from home. How can you? Here is Lizzie’s problem
she’s not so bad that you can see what’s going on, she limps, well she 
could have broken her leg playing football, hockey or something. 
She’s not so bad that you can see her problems, unless she goes 
‘wobbly’, in which case you can see it straight away. But she’s got a 
problem and she falls between the stalls and the Abraham Centre see a 
lot of very damaged people, and those people need more of that sort of 
help, and she found herself thinking that she shouldn’t be there because 
she wasn’t as bad as the next .person. See what I mean?
Interviewer: Hmm yes
Penelope: And then they asked go to go in for Smonths, and she said if she went
there for 3 months, she wouldn’t see anybody, she’d be completely 
isolated and it’s bad being isolated here with people you know than 
being isolated somewhere you don’t know anyone, and it frightened 
her so she said “no” and the recommendation at the time was either go 
in there, or, if you don’t want to be that far away, we’ll refer you to the 
Spiers Rehabilitation Centre, Highland Hospital at [town], because 
that’s nearer and you can do day treatments instead of residential 
treatments, and all this came because Rachel Howe helped us.
I must actually, that reminds me I must actually get hold of her and say 
to her thank-you, because she now is under the umbrella of people who 
don’t just treat very bad cases, who don’t just treat people with mild 
cases, they see the whole gamut and there thing is more adjusted to 
employment in a funny way, probably because it’s...[tape not clear]. 
They are trying to help her with knowing her employment capacities 
and everything we’ve got from them has been absolutely fantastic. It’s 
like an understanding, it’s like knowing what’s happened to her. If she 
could have been anywhere near them right at the beginning, I think it 
would have been easier for us all.
So that’s the point. I must write to Rachel Howe and tell her what’s 
happened because it all came from going into that Abraham Centre.
But they’re the first people in all this time whose, it’s like holistic, 
they’re even concerned, they keep asking her about the physio now 
she’s doing special, special physio that’s related totally to sorting her 
knee out and not damaging anymore or making it worse. She’s having 
special physio to help, arid they’re interested in that and they 
recommended that. Whereas, anything else that’s gone on before has 
been disjointed, unconnected, disinterested. You see I wouldn’t call 
Dr Blonska disinterested, of all the people I wouldn’t call her 
disinterested, but I don’t think it was in her remit to do what is has 
been possible to do through this “whole” thing.
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Interviewer: So, is that a team of people at the Spiers Rehabilitation Centre?
Penelope: Yes
Interviewer: Everything together?
Penelope: Yes, it’s a team and it’s very, very good because they treat her... they treat 
her well and she has to do projects she has to do, it’s largely quite simply 
trying to stimulate. She has to listen to the play and then try and do a précis 
and say what it’s about and try stimulating because then her complications 
come out. And then the wobbly head, now who referred, oh yes I know, she 
didn’t see a neurologist here; now she had a serious head injury, you know it’s 
there, she didn’t see a neurologist. She didn’t have an MRI or anything, she 
didn’t see a neurologist, and we kept saying “w/zy isn’t she seeing someone? ” 
and the doctor wrote but she didn’t see anybody, so in the end, oh was it 
through the Abraham Centre or was it part, anyway, she saw a neurologist 
through the NHNN in London, David Waddington, who is brilliant, oh we do 
like him, he’s really nice, he’s quite an interesting chap really, but we did see 
him. She did eventually see the knee specialist but only privately, we spoke to 
the solicitor and said “look she’s got to see someone", so the solicitor said “yes 
well I ’ll ask the court case people” you see, what we now know is that we 
could have kept asking the solicitors to see people privately. Oh we saw 
David Waddington, privately because we asked her again, but we didn’t know 
who to see, who to ask to see.
You just don’t know. You don’t know if somebody’s, well you don’t know 
somebody’s real specialisation. Wçll we now know the knee man that is his 
specialisation but he said to Lizzie, “look, i f  you haven’t got any money I ’ll see 
you on the NHS as quickly as I ’ll see you privately". He’s a shrewd man, good 
man. He’s the one that’s organised the physio specially: he did an 
arthroscopy, he’s very, very good chap. If she phones up, she’s had real 
problems lately, we phone him, we get an appointment the next day because 
he knows that she’s been messed about and he’s very aware that she should 
have seen him the very day she came here. She should have seen him and he 
should have been able to treat her knee but nobody told him so he’s very good. 
David Waddington, we see him privately but I don’t know if we’ll go and see 
him again and he’s tied up with the Spiers Rehabilitation Centre.
But she should have seen a neurologist here, when she arrived at the hospital 
with a severe brain injury she should have had a consultant neurologist 
standing there saying we are going to do so and so, but she didn’t. Regardless 
of the court case, you don’t know at that point whether you’ve got a court 
case: where it’s going to go, it takes a long time before that whole process. 
The case has to be put into court within six months, eight months or 
something. You’ll be dealing with an injured person, those two things don’t tie 
up either. You’re relying on the solicitor to do all that. The solicitor isn’t the 
one who’s supposed to tell you oh well if you want to do this go and, speak to 
the neurologist. That’s not the way it works.
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Interviewer: And it’s all new to you as well I suppose, and you are mixed up with 
all the shock of the whole thing, as well?
Penelope: We’re in shock, we’re in shock, she’s in shock, we’re doing day to
day, we’ve had an experience where we’ve spent 4 weeks, even 
Hayley who’s only 13, taking it in turns doing 4/5 hour stretches, 
sharing, sitting there like lemons reading, to make sure she didn’t 
climb out of bed. You’re tired, you’re worried, you don’t know if 
she’s going to be bonkers for ever because she talks gibberish, she 
can’t write her name; did she know her name? I think she did know 
her name, I’m not entirely sure, she can’t write, she can’t read, can’t 
hold a conversation, talks rubbish about trying to escape and all sorts 
of weird things and you are supposed to be doing all these things at 
once, and being an amateur neurologist and being an amateur knee 
surgeon and an amateur rehabilitation specialist, that’s what you are 
supposed to be doing.
Now if she’d lived on her own and had no parents, the court would 
have awarded someone to look after her needs, who would probably 
have done it all before and know exactly and would have had more 
respect from the authority, but if you’ve got parents it’s left to them 
and I know this is what happens, it’s left to them and it’s cheaper and 
easier to them in the dark if you possibly can. For example, the 
solicitor is allowed to claim I think its £5 pounds an hour for us to look 
after Lizzie during the court case. If it’s somebody professional, 
someone outside the family, I think it’s about £20 pounds an hour. 
You see it’s really odd the way it works, so you’re fighting a battle but
you haven’t got any weapons, all you’ve got is a hypochondriac and
nothing, you haven’t got a weapon somehow I don’t suppose you 
couldn’t have somebody like'a social worker, I don’t know.
You see we were worse of because she was hurt in one place and 
brought to another and some of her records went missing, e-rays or 
something went missing en route. Maybe...
Interviewer: It’s amazing, Antata Hospital’s not that far away is it?
Penelope: No, I followed that ambulance. One would hope that may be if you’re
in one place and injured in one place and everything’s in one place, 
maybe you stand a better chance, but I’m not convinced. So I’m so 
glad you’re doing this, nobody should have to go through what we 
went through: it was heart breaking, absolutely heartbreaking, [coughs]
Excuse me while a go and get a glass of water or a bottle of gin, it does 
rather upset me, when I go to the doctor, I always cry, I always cry, it 
emphasizes the fact that it’s all; it brings it all back again, it’s really 
odd.
So that’s where we are now.
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Interviewer: Okay, so I’ll just summarise: you had that unfortunate rehab in Roan 
Rehabilitation, then came home and had some outpatient orthopaedics, Dr 
Blonska. Was there any speech or OT? Some outpatients or can’t remember?
Penelope: Yes we did have OT’s coming in because she’s got a problem with her
arm, but they couldn’t do anything: they weren’t equipped to deal with 
traumatic arm injury, is what we kept hearing is the sort of injury she’s got. So 
we didn’t really get very far with that and again the Spiers Rehabilitation 
Centre, they’re the only people that ever got any further with that.
Interviewer: I don’t know if you would agree with them, but did the OT’s talk about 
any kind of adapted equipment?
Penelope: Lizzie had to have special the Antata Hospital Rehab equipment people
or something, they provided that.
Interviewer: Okay
Penelope: It’s nothing to do with Antata Hospital, it’s just the fact that that’s what
the organisation’s called. She had to have special things to sit on to go in the 
shower because she couldn’t go in the bath and they used to put rails in.
Interviewer: And you said she had some speech as well?
Penelope: Yes she had some speech, she saw a speech lady while she was in the
hospital, and I think she saw her afterwards as well, but remember Lizzie’s 
degree was Classics, once she started speaking, and once she started writing 
things, her written English is impeccable, her spoken English is impeccable, 
except when she can’t speak.
Interviewer: So that all came back quite instantly, it didn’t last.
Penelope: She needed it a bit because she had the traditional thing of saying
carpet when she meant car, no that’s wrong, carpet when she meant road, tree 
when she meant cup, those sorts of things.
Interviewer: So that happened for a while and then you got in touch with Rachel 
Howe.
Penelope: Yes and from then it was like a domino thing because we got so many
things going after that. But I had to do that, because nobody else did it.
Interviewer: Well we might come back to that later
Penelope: Yes, it’s probably one of the oddest you’ll ever come across because
it’s just so odd to be left floundering but it’s probably more a product of 
moving from one hospital to another.
Interviewer: Maybe, but the new specialist is
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Penelope: Well he’s tremendous. The rehab man he came to see us while she was
bonkers in the bed that she wasn’t supposed to climb out of and said it was 
most important that she was in and I kept saying why? We had friends there 
who thought he was odd, and I kept saying why, we can do much better for her 
at home. For a start she will get proper nutrition she won’t get in hospital. She 
won’t be harassed at home, she knows home, she’ll be more comfortable. I can 
take her to the hospital every day for the physio so she doesn’t need to worry 
about doing things like that, it just generally would be a better situation if 
she’s at home, I feel we can do better for her if she’s at home.
They maybe took against her because I said that but it was just odd he was so 
weirdly disinterested and it’s so weird to be dramatically interested you’ve got 
to come in, you are bad parents if you don’t cooperate with what’s going on, 
and then to be so disinterested, oh no I’ve told her she can drive, but I’m not 
going to sign the forms for her, it’s odd.
Interviewer: Perhaps it is to do with numbers or something, like you mentioned?
Penelope: I think it was bums on seat. I think he had a bed and he had to have an
age range, or a start type of injury that fitted his ...that Roan rehab 
Hospital, half of it is knocked down and half of it is empty and it’s 
been semi- derelict, well she was in there 4 years ago and it’s still 
semi-derelict, they’ve got problems, there’s something going on, I 
think it’s political thing, I think he needed bums on seats they’ve got 
these head injury people up there, I’m sure, it’s horrible to think but 
I’m sure that was the case. I’d argue the toss with him, I really would, 
but we don’t want to write any letters of complaint while we’ve still 
got the court case and stuff because if anybody goes to somebody and 
they do something vindictive and say no no no, we’ve had enough of 
doctors saying there’s nothing wrong, I mean it’s so odd the way, this 
first guy for the court case, we went to see him in London and he said 
there’s nothing wrong.
Interviewer: Did you feel able to question these people, were they very 
authoritative?
Penelope: No, you can’t question them, we did question this because we were
innocent in the initial thing. This is somebody we had to pay for is this 
court case, it cost about £2000, and we went through his report with a 
fine-tooth comb and we were incensed... she can’t re-live the accident 
. because she doesn’t know what happened, she re-lives the feeling that 
nobody is interested and that feeling came back with the rehab people 
at Roan rehab.
So she re-lives this thing, it makes her very miserable, but she doesn’t 
really get miserable it...[tape not clear]... it really gets to her if 
someone starts talking, so it’s very difficult to live with.
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Interviewer: Okay I might ask you a bit more about that when you’ve this part. I 
have these questionnaires...this is the longest one I’ve have, the rest 
are much shorter. This is lots of different statements about brain injury 
and some of them may not be relevant to this situation.
Penelope: But relevant to brain injury.
Interviewer: I’d like you to indicate how much you agree or disagree.
[completing UoBIQ]
Penelope: Now here’s an interesting thing, I have a knee injury because I was
very nearly killed in a car because I was not wearing a seat belt
Interviewer: Oh, that’s interesting
Penelope: Where I was actually sitting, had I been wearing a seat belt I would
have been killed. So had I been wearing a seat belt I would probably have 
been dead because the engine came through and I would have had no legs, but 
you’d die of shock, but the door came open and I was thrown out. But anyway, 
I know what the logical answer is.
[continues to fill in questionnaire making comments like can’t agree, not true 
and I don’t believe in statistics etc]
Oh ‘sequelae’, now this is a word they use what the hell’s sequelae? She tells 
me this.
Interviewer: It means consequences.
Penelope: [Continuing to fill in forms]. No I don’t agree with that at all because
the last thing to go is the hearing and people can hear.
I have been told that that is the case, now whether it’s the case or not I don’t 
now but in my experience the only three people I know....
I think complete recovery isn’t possible. I think recovery is possible, but 
slightly lower down the spectrum than it was before because the changes are 
too big.
Interviewer: I think that’s what I understand as well....
Penelope: Yes, I was told that and I think that is true that there is some slow
recovery even the year after, the neurologist who walked in, spent 5 minutes 
and said that “she 7/ be as good as she is in 2 years”, then we spoke to the 
head brain man and he said “no that 's not true” and Abraham Centre said 
they’ve noticed people having some small improvements up to 11 years, but I 
suspect that for as good a recovery as anything, you’ve got to have the right 
people around you and not just helping you but helping all of us.
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Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Helping all the family?
Yes. [continues to and completes UoBIQ].
Thank-you. Now, the question is; ‘Where did you learn this 
information?’...how did you find out about these various things; as 
you were going along?
So the Abraham Centre I found because my sister told me to try and 
find Rachel Howe. I spent 2 or 3 days on the phone. She was actually 
going to a conference in Prague or somewhere, she was literally off to 
catch a plane and then she spoke. We found them purely because she 
gave me her time and she is a big wig in brain injury she’s now way 
above but when my sister met she was doing a similar thing to you.
You surprise me
So you could be huge in brain injury units, it’s amazing. It worked for 
her.
[Tape not clear] just the sort of process by which people might
find out information
Film and documentary, well there’s Dr David Waddington, he was the 
neurologist that we had to get and we got him something to do with 
either Abraham Centre or Rachel Howe. He treated Sheena, the news 
reader who got run over by the motorbike. So Lizzie has got on tape 
the television documentary about her, so yes we have got something 
about her. She’s also got another one, there are various things on 
about head injury which Lizzie tends to record and keep. Radio; there 
are bits and bobs, occasionally people like ‘Women’s Hour’ say do 
something: they did something this morning about people with mental 
health problems going back to work. I did shout at the lady because 
they announced this week, give them the same. Too many people on 
disability benefit.
Worry, worry. What’s going to happen? It’s all very stressful very 
worrying, In a way it’s lucky that we are going to do it together so it’s 
gong to be a bit calmer. Honestly it’s a bit like a criminal going in 
there, it’s not the sort of thing she’s never signed on when she was a 
student, she did waitressing and all sorts it’s just not our thing.
Newspaper, yes various things come up in the news papers at various 
times.
Voluntary Agencies, interestingly, Lizzie’s doing some voluntary work 
for a voluntary agency. We’ve had little or no contact with the 
voluntary agency at all. We met the lady from the voluntary brain
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injury service just after the accident, she said ‘7 ’m leaving the service” 
and her son was going to Antata Hospital University and at the time 
when I heard the word Antata Hospital I thought he’s going to her 
friends and we can’t tell Lizzie that, they are still very good friends so 
we didn’t have anybody from the voluntary service talk to us apart 
from her, 5 minutes because she was leaving, and just immediately 
after the accident someone came from the same organisation in Antata 
Hospital and gave us a handbook but we didn’t hear from them again 
or anything.
I don’t do the WWW and the internet, although my son is doing it, so 
you never know.
Books: Lizzie reads books oh brain injury like you and I eat 3 meals a
day.
Interviewer: Have you read any books on Brain injury?
Penelope: I’ve read a paragraph at one point.
Interviewer: Didn’t relate to anything?
Penelope: No, once you’ve read it you don’t want to talk about it (tape not 100%
clear)
Obviously my nephew. Obviously my father, because his [brain 
injury] was before I was bom. He was in a coma at 13/14. He was 
always deeply eccentric, but there we are a very funny family. The 
most information for me personally and probably for most of us, was 
my nephew because we lived through that and he had a very serious 
accident, he was on a life support machine for a couple of months. 
And he was so bad they thought he would die and they didn’t even set 
any of his bones, so his feet go in and all sorts of things. They literally 
thought that they were just keeping him alive. He got very badly 
treated and sadly when my sister met Rachel Howe it was too late to do 
anything.
So definitely, television, newspaper and radio things
Penelope: Lizzie gets post traumatic migraine and ‘wobbly’ head, so we read lots
on those sorts of things and there is a lot of related information.
Interviewer: So that’s how you found out your information. When you are 
watching TV documentaries are you, cos some people watch them to find out 
more and understand more about head injury, other people watch them to just 
know that there are other people out there who have had a similar thing Why 
do you watch the programmes?
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Interviewer: We personally, just literally to see if there are any similarities of 
experience because of the fact that we feel that we’ve had a very bad 
experience and although all experiences are individual. So just that really that 
all they are all individual and to be honest I don’t watch them to catch the 
gripes [tape unclear] because I don’t re-live it you know that’s enough.
Interviewer: Would you have liked somebody at any point to sit down and explain 
this is the injury and this is what you' can expect?
Penelope: Yes, yes and that’s what I thought would happen when we asked a
neurologist to come in at that beginning. I thought he would show us x-rays 
and scans and say this is what’s happened and this is here and we don’t know 
about x, y or z or from past experience we think x, y, or z, or we’ll hand you 
over to Dr So and So at the next hospital who will explain x, y, or z. Anything 
like that. You see we were exhausted: Hayley and Oliver came back, I stayed 
with Lizzie, it was so traumatic, and' they had to drive up and down to be with 
her. Her car was there so I had to get Andy and his girlfriend to go up and get 
it. My sister didn’t live that far away, she lived about an hour away, she and 
her husband came nearly every night to give me a break; it was like [whistles 
to indicate frenetic and difficult situation], and that was something that we 
wanted, we asked for and we didn’t get and then after that you didn’t sort of 
think about it, that’s what I would have liked.
I would have really liked someone, right at the beginning to say “this we think 
is going to be this, this we think is going to be this, we don’t know, we will 
hand you on to Mr So and So, when you see him in 6 months” or whatever, 
“he will give you a better guide”. That’s what I would have liked, but we 
didn’t get it.
Interviewer: What about later down the line, even if you didn’t have it earlier would 
you have liked it then?
Penelope: Yes, yes
Interviewer: Maybe the (tape not clear) the differences and other things.
Penelope: I would just like to have known that somebody was interested it would
have been less isolating. When they did the MRI scan, David 
Waddington did it about a year ago, he showed us the scan and he said 
“look that tiny black dot, that is the damage, that tiny black dot” and I 
said “wow, it's so small” and that tiny black dot shows that you’ve got 
damage, so I said “can I  borrow a biro and ink it in a bit cos that's not 
very good for a court case”, and he started laughing and he said “no 
that black dot on the grey surface o f Lizzie's brain is the damage”. I 
was absolutely stunned because I was expecting a big black dot, or a 
line, or a ripple.
Now, if they’d shown me that 4 years age and said look don’t be 
expecting anythin g big to show up although it’s obvious there are
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problems, but it’s not going to show up as a huge amount of damage, I 
would have been, but I’m still taken aback by it, and that must be 4 or 
5 months, no it was November and I’m still stunned that he said that 
little black dot makes such a huge difference, a huge difference. I 
would then liked to have known more back actually that was at that 
end of our half hour and he’d got loads of people in the waiting room 
and there was no way of saying can you explain more, it just didn’t 
work out like that and it was just before Christmas and it was just a 
little blood clot. In fact we’ve got it kicking around its just amazing, 
I’ll show it to you, I’ll get Lizzie to get and it of out of the file.
And it’s just think ‘blimey’ because you know if you see a fracture like 
my husbands where the bones were completely broken in 2 places, you 
see jagged bones, you can see it, but a little tiny black dot to give all 
those problems, to make her go out with fairies, and unable to speak, 
and if things go wrong, I mean just before Christmas we did a couple 
of nights at the supermarket to do a Christmas shop and after that she 
couldn’t speak, she wrote me a note to say “sorry I can’t speak”. She 
was so shattered by it: it was only 2 hours, but it was too much.
Last weekend she was staying with some friends for a while and she 
phoned up and said and it’s just like she can’t function because it’s just 
too much for her it’s just too much for her on the train, it’s like you or I 
would exhausted be, if we’d done a 20 mile walk, you know that 
feeling where you don’t want anything it’s like that sort of thing and 
it’s just that little black brain dot.
So I now know, I can tell pretty much, she goes blank that’s Lizzie 
kept thinking [tape not clear]...and I can tell.
Interviewer: introduces strategy checklist
Penelope: [Completes strategy checklist].
No we don’t need that and when we did need that I did everything and then 
when we drew away from that sit ,we didn’t need it, so there was no 
intermediate stage.
Use of a diary, she cannot function without...it doesn’t always work, but it’s 
the nearest. This is the first thing that Spiers Rehabilitation Centre said, get a 
little Filofax so it can go in her jacket pocket and take it anywhere and makes 
notes and just rely on it and she does absolutely rely on it. Sadly you can’t 
tell, if you tell her something whether she always knows it for later. You get 
things like booking the restaurant going out and say “zY’s 5 o f them" and say 
“zY s Tuesday" she can sit in there and I’ve been discussing which one to go to, 
and she can dial the number, book it and come Tuesday I can say are you 
ready? Oh what for? You see she can’t count.. .[tape not clear]...
[Still filling in questionnaire]
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She’ll only go in a car to a friend’s house. Yea I do do that sometimes because 
there is no other way of doing it. She’s stopped doing it now but the Spiers 
Rehabilitation Centre used to give her tasks which had to be done in a certain 
way and I think we had a lot of that then cos otherwise she just would not, she 
had to have something to do.
Interviewer: Okay, the diary that was suggested by the Spiers Rehabilitation Centre, 
what about the other things were they things that you thought up 
yourself?
Penelope: Yes you just do how you think might help or you just fall in to certain
procedures like ‘slowing things down’, because you realize you are not going 
to achieve much trying to do anything else.
Interviewer: Did anybody ever suggest things to you that you thought, ‘yes I will try 
that’? or was there anything else that have tried, that I haven’t listed?
Penelope: No, cos nobody really made âny suggestions.
Interviewer: Not like Dr Blonska?
Penelope: Yes Dr Blonska’s suggestions Were more to do with, see I can’t really
remember. We saw her a couple of times I think with when Lizzie tried to live 
in the flat with Caroline and various things had come up then and she did 
make suggestions then but I can’t really remember what they were. They were 
more to do with dealing with people and situations rather than general things, 
but I did like her and her secretary was always so helpful. They were good 
people, even though I don’t think they could do what we really needed, and 
now I know we didn’t.
Interviewer: Can I interrupt you to think what Dr Blonska might have suggested, 
even if you can’t remember what they were, do you remember if you 
tried them?
Penelope: Yes, I am having a vague feeling of her trying to tell me to sort of
amend attitudes probably in relation to impatience or speed or 
something like that.
Interviewer: Did you think of these as ‘strategies’ or did you just fall into them?
Penelope: No, you mainly fall into them, apart from the diary which I would have
thought about the diary but then I would have thought sadly that if you 
leave it somewhere you are stuck but she’s sort of religious about it, 
interestingly she couldn’t find the page where she’d written, she did 
eventually but it’s not faultless by any stretch of the imagination. We 
used to write everything on pieces of paper, if say her knee gave way 
she used to write it on a piece of paper the date and what happened and 
put the paper in the file but it took ages to collate all the pieces of
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Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
Penelope:
Interviewer:
paper and it was really almost impossible, whereas the book is 
different because it is almost chronological and makes it a bit easier as 
a crib sheet.
This next thing is a little story about a man who has a brain injury. 
The question is; if you could read that and then (sort of unrelated to 
your own experience), could you go back to this list and pick what you 
might recommend if it was you?
[Reads vignette and fills in strategy checklist].
So, what I would do in relation to these sorts of difficulties?
For this person.
[Continues to fill in strategy checklist]
Thankyou. I’ve got 2 more questionnaires these are more about
you than about the situation and I’m looking at your individual coping 
skills.
Drink.
Funnily enough no-one has said that to me.
I don’t know why we lie because undoubtedly they just want you to 
feel that they are upstanding citizens who wouldn’t dream of having 
emotional props from a bottle.
So I don’t want you to think about the accident but times when you 
might get stressed, things are going wrong, late for something, 
everyday hassles and things get a bit more stressful, what do you do?
[completes CISS].
...I don’t do that, I tend to end up doing what somebody else says is 
best really, window shop: never! My priorities yes I write little lists, 
quite a lot of comfort eating, go to a party, I love going to parties.... 
Yes I worry about every blooming thing e tc )................................... ]
[Tape 1 ends, tape 2 begins]
Some people cope with stressful situations by focusing on the 
problems and finding solutions to them, other people cope by speaking 
to people and finding emotional support, and other people cope by 
doing something unrelated until they can go back and face the 
situation. How do you think you coped when you found out about 
your relative’s injury?
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Penelope: a mixture of them all really. I didn’t cope well before meeting with
Rachel Howe but, in relation to this situation, I do talk with my sister 
but not a lot because of her own situation. Friends really don’t know, 
most people are really as shallow as a puddle. I’ve been more isolated 
from friends since this. People assume that you’ll cash in on things 
and life will be back to normal, like you ‘wave a magic wand’. To me, 
money will bring some closure but to others, the money is like a lottery 
win.
I try and talk with professionals but you’re allocated a time slot, so you 
just trickle along. It’s a trickling mechanism.
Interviewer: Do you continue to cope in the same way?
Penelope: yes I should say I probably do.
Interviewer: would you say that you have become more sceptical about 
professionals because of your experiences?
Penelope: yes definitely. I’m very sceptical of people in power. Blair is at the
top and therefore, he is ultimately responsible for our experience. I 
don’t care if they’ve studies for x number of years; you’re medical and 
I hate you all, but much more so since this experience.
If I do something I like to do it well, and I don’t think many people 
have done their job well as I would see it. Dr Rice did his job well, 
and he’s been very supportive.
We pay huge taxes and they’re not doing their jobs well and they don’t 
care. The caring profession don’t actually care. To do their job well 
they need to be interested. You don’t need them to be too interested 
but they need to be; listening, interested in sufficient quantity and 
quality that things move on and; straight to the point. Things cannot 
improve when you have no faith in the service.
Interviewer: Have you ever felt any need for any support for yourself? Has 
anything been offered to you rather than your relative?
Penelope: no. You’ve got a lot to get on with, to be doing and worrying about. 
Someone who’s going to say “there there” is just not me,
The solicitor who was quite icey to start with but has been quite good because 
you can bounce ideas off her. I was grateful to read similar experiences of 
people, but I didn’t much fancy getting in touch and having a ‘sadness lest’.
[complete HADS]
InterviewenWould you say that this is how you feel most of the time, or is it because 
we are focusing on the issues today in the interview?
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Penelope: no, it’s been okay talking about it today. I would say this is me.
Interviewer:In summary, what has been the most help to you personally?
Penelope: oh, I;m not sure. Perhaps when people explained how it has affected 
Lizzie, like when they told me about the executive functioning. It’s like 
having someone on your side who says “yes it’s a problem, but it’s an 
understandable problem” and “we’ve seen it millions of times and we’ll do our 
best to make our best effort to help you both understand”. A few people have 
been prepared to explain things and have been really nice. If people say, 
“we’re recommending x because...’blà bla bla” and it made sense, they have 
proved a position of interest. Everyone tries very hard to do their 
best.. .they’re ever so serious.
But, had this happened in the beginning, we may not have been able to take it in. 
perhaps they could have written it down. A list of injuries would have been useful for 
a start.
The people at the Spiers Rehab place were very experiences. They understand the 
processes involved with the trauma, the medical people can’t be expected to look after 
everyone or be expert in all levels of trauma.
Interviewer: What would you like to see more of in services? If you could wave a 
magic wand over the services, what would you change?
Penelope: It would have been good for someone to go round and reassure that
things get better, who you could ask your questions over and over and 
over, or someone to consult with about your thoughts about what they 
need.
Interviewer: “Now that we have completed these questionnaires and have discussed 
some of the answers you gave, do you feel that your answers have
given me an accurate reflection of you, your understanding of brain
injury, and the strategies you have tried?”
Penelope: I hope so. I’m very honest about it. I have nothing to hide.
Interviewer: Thank you. Has talking with me today brought up any issues for you?
Is there anything you would like the opportunity to discuss with me further?”
[debrief and ensure Penelope has contact details of interviewer in case she wishes to 
make contact in the future].
[tape switched off]________________________________________________________
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Appendix M
Coded transcript of interview 1 (Tracey Devon)
All names of family members, friends, hospitals, professionals and organisations have 
been changed to preserve confidentiality.
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Dales 1 ] 1)1 January 9:3Üam 
Participant’s name: Mrs Devon
Transcript. 1.
Name of injured person: Sam ’
Background inrormation
Date o f injury: July 2001
Age o f relative at time o f injury: 24
Severity o f injury: GCS 7 (intensive care unit and life support)
Cause of injury: assault
Participant’s relationship to injured person: mother 
Participant’s age (current): 52 
Cultural background; White British 
Employment: part-time work at the hospital (sterile services)
Benefits: None.
How they found out about available benefits: Nobody helped them to obtain 
benefits or told them about available benefits (social worker was unhelpful).
Send copy o f transcript? Ves
People present during interview: Interviewer arid Mrs Devon 
Time line;
Assault July 2001 '
- one week in neurological hospital
-  4-6 weeks in main hospital
-  4 weeks in rehabilitation hospital (self discharge)
-  home at end o f  September 2001
-  In-patient rehabilitation umfsmce March 2004.
AlSO  — AVtO -d- W y i / ,  y  Op-o iq»
2 day cours, for carers ( &rcun. cwkm- 
laneM c A1>tc s book  (actress) .
Interviewer and Mrs Devon talk through background questions (above) before 
beginning recording.
- b ib  1 1, ï  Mrs Devon Some o f these people’s stories, 1 mean, are absolutely horrendous. I 
van sc thought minewas bad, but...oh goslt.
Transcript of interview
Mrs Devon: There was another thing similar but I didn't go
because Sam was at ^ ^ f t h e n  so 1 felt kind oflikc we'd moved on really, in a
way, and um there may be somebody who was more desperate than I was - 1 know 
how desperate I was at the time.
1 Ij Interviewer - right
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Interview er: Yeah, it sounds like its good to have other people them w ho can 
understand you.
-  C'iî A t  ^ / M rs Devon Ooti yed i, that's right. You know‘, I found a lot o f  people they sa y ... you ^  , n *
know, a lot o f  people were concerned for Sam, T hey wanted to  know how  he was,  ^ "ft-p
itv x j.Y ^ :Vl Fv but that kind o f  like petered out because everybody seem ed to think; oh that’s alright _ w.-V
-5/-^,, h'-'d he's been in hospital, he’s out o f  hospital...-he’s hom e now — he must be better or he rcoJhV w  -(A
: I' ' / / 1 p  W ' must be getting butter. And you think NO sorry, he's NOT better. 1 le's not EVFR A
a  ever ever going to be better, better better. He's gonna get there slowly but he will ' w J
ne? Sciwt, To never be 100%.
1 ^ -
In terview er Ummm
_ JVif Devon It's not like a broken leg where it gets belter and it’s all m ended. It
bloody doesn't work like lhai, you know.
lj 1 Interview er Ï know, and i f  only it did!
y  M rs D evon It's so frustrating. So people jusk you know, I think people got to the -  P y J -
jt^ J  'C[CA'I- Stage when perhaps they didn't ask because they knew that I’d go o f f  on one. Well, 
not ‘go o f f  on one* hut say “oh w e ll,, .things aren't too bad, but you know blur blur 
biur”. And urn, so, yes.
In terview er Yeah
KwVV.Ia,1»'-k 
- i n 'i r i  I . 'H
 ^ M r s  Devon Our family have been absolutely brilliant. The fam ily have been  
f i absolutely fantastic actually. I mean, they’ve been there for me. i ’ve got a sister who 
lives not very far away and she would com e over and visit. M y sister who live in 
‘"1 eww-.i came down and my brother who lives in ! C.hi -^a at the time; he came 
down.
Interview er Brilliant
' Ç ^ I^ M r s  Devon To give us loads o f  support and things. M y M um and D ad came down.
>jW fW-l1 J ‘ My Dad's sort o f  elderly so they cam e dowji once or a couple o f  tim es. M y brothers
v*n // V and sisters came for various tim es when w e had the trial, You know, the trial for
» vJf tin these lew bastartls...
Interview er Okay, I see
M - iv L  : v , {*1), M rs Devon And um, they’ve  been brilliant and they’re always there on the end o f  the 
’' U M u J h u  n},onc forme. So, tomorrow, I’m going to the rehabilitation centre. W e’ve got a 
I ‘ review for Sam tomorrow so m y big sister phoned up and wanted to know if  I've
made a list o f  all the questions to ask and suggestions o f  things 1 could ask, and 
.things,, .you know?.
In terview er Yes
hpuuw,'
If
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h ' v . ' . ,  . < u l  M r&  D e v o n  T h e y 'r e  a ll  k io d o f r e a H y . . , a h . . . ]  w u l d t i h h a v e t l o n e i t  w i lh o u t lh c m
-  C v i t o c W ' re a h y .
-  I n t e r v ie w e r  S o  y o u  w e re  q u ite  w w b k d  I r o m  a c rv ie e s ; th e re  w a s n 't  m u c h  h e lp  fr o m
! ! ^ 1 th e m '/ B u t y o u r  f a m i ly  w a s  v  s u p p o r t iv e  and  th a t w a s  in c r e d ib ly  im p o r ta n t?
M r s  D e v o n  Y e a h , th a t 's  r ig h t . , . o h  ye a h .
I n t e r v ie w e r  Y o u  m e n t io n e d  th e  t r ia l.  D id  th a t a f lc c t  a n y  o f  th e  s e rv ic e s  y o u  h a ve  
bee n  in v o lv e d  w ith ?  I  m e a n , w a s  h is  g o in g  to  th e  r é h a b i l i ta t io n  c e n tre  d e la y e d  b y  it?
M r s  D e v o n  N o , n o . i t  to o k  us i r o m  l in in g  o u t a b o u t the  r e h a b i l i ta t io n  c e n tre  i t  to o k  us
o v e r  a y e a r  to  g e t h im  in  th e re . Y o u  h a d  to  keep  b a d g e r in g  a n d  W d g m n K W  h  v  M  b
-  b a d g e r in g ; y o u  k n o w , '" w h a t 's  h a p p e n in g  a b o u t . . .w h e n "s  h is  p la c e  g o in g  to  b e ? "
*  ' ' 'M k c u u v c  w h a t  (h e y  d o  is ;  w h e n  p e o p le  le a v e  f r o m  th is  p la c e , th e y  d o n 't  a c tu a lly  go  ^  f
J  ^  h o m e . I h e y  f in d  th e m  s o m e w h e re  a nd  th e y  h a v e  to  m a k e  s u re  a l l  th e  h e lp  a n d  th in g s  "
^  T  h e tk r c  th e se  p e o p le  le a v e . S o , i t  ta k e s  a w lu le  to  g e t p e o p le  le a v in g ,  w u
S o i t  d id  ta k e  q u ite  a  w h i le .
" Wwt b
I n t e r v ie w e r  Ri girt,
-  k  ' k v l y v  M r *  D e v o n  B u t  I d id  m y  u s u a l p h o n in g  u p  a nd  b a d g e r in g  ( la u g h s )  p e o p le  ju s t  go th e y  <. I  . 1,
f»  cv w o u ld n 't  fo rg e t th a t I w a s  here . A n d  I te l l  in c l in e d  th a t, y o u  k n o w , i f  y o u  d id n ' t  k e e p  '  . " f  "  j  .
v  o n  a t th e m  th e y  w o u ld  fo rg e t  y o u  w e re  th e re  a nd  y o u  w o u ld n ' t  g e t a n y w h e re  y o u
know . . _ , . *
I n le r v l i - w c r  (L a u g h s )  G o o d  to r  y o u ! B u t h o w  d id  y o u  k n o w  w h o  to  b u d g e t?
-  K  : / - '  M r s  D e v o n  T h e  s o c ia l w o r k e r  a nd  p o o r  o f  #v iw w ^ - |  g a v e  h im  e a r a c h e  s o m e t im e s . $ f *
G i . p r j ' w  O h  a n d  I p h o n e d  u p  th e  r e h a b i l i ta t io n  c e n n t a n d  g a v e  t l w n  em- a c h e  as w e l l .  N ic e ly
1 ; * ; b u t f i r m ly  because  1 w a n te d  to  g e l th is  s o rte d  a nd  w a n te d  to  ge t h im  in  th e re , C o s , I
-  w  y .  ^  «1 ju s *  le h  th a t - w c  n ee d e d  to  g e t h im  in  th e re  as s o o n  as p o s s ib le  re a lly .  C o s  h e  h a d n 't ,
y h e  d id n ' t  r e a l ly  -  o n c e  he  c a m e  o u i  o l 'h o s p iu d  d ia l  w a s  i l .  H e  c a m e  o u t  a n d  h e  d id n ' t  — ,
"  f  "  '  : h a v e . . .y o u  k n o w ,  a p a r t f r o m  g o in g  to  m u G ^ ^ o n c e  a w e e k , y o u  k n o w ,  h e  d id n ' t  *
a lw a y s  d o  th in g s  th e re . S o m e t im e s  I  f e l t  (h a t h e  ju s t  sa t a ro u n d  th e m  a n d  d id  n o th in g . W  f  ^  r w b
- ' ^  t i k i " ' *  d o  a n y th in g  r e a l ly  ju s t  sa t a ro u n d  in  heaps a n d  d id  u o tb in g . S o  a l l  (h is
r ' ^ t im e  w a s  b c W  w a s te d  w h e n  th e y  c o u ld  b e  re b u b i l i ta t im ;  h im .
I l i t e r  v ie w e r  R ig h t ,  yeah .
1 , M r s  D e v o n  Y o u  k n o w , 1 fe e l th a t w e 'v e  w a s te d  s o  m u c h  t im e .  R e a lly .
I n t e r v ie w e r  Y e a h . B u t p o s s ib ly  e ven  m o re  t im e  w o u ld  h a v e  b e e n  w a s te d  h ad  y o u  
n o t h a v e  b a d g e re d . . .
M  rs  D e v o n  Y e a h , th a t 's  r ig h t .
In terview er Good for you It sounds like  it m ight have been the only w ay  to  d o  it.
.  M r s  D e v o n  Y e s , I  k n o w .
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In terview er Tve got a questionnaire here, which is ..,
What Fm  looking to do in this study is to look al a t-uuplc nfLliiiigs like your 
understanding o f  brain injury, and then later on; the w ay you react to stressful 
situations, to see i f  those things are related in any w ay to the strategies that you've  
used and the things that have helped you or have not helped you.
So this first questionnaire is about your understanding ofbrain injury,
[Understanding o f  BI questionnaire]
Nat transcribed discussion during questionnaire. Generally referred to her own •
experiences o f  how Sam had changed/ been affected by h is brain injury. Occasionally  
referred to people she met in rehabilitation centres too.
-ÿ vie
- " ^ -i M rs Devon i ’m very bitter because I feel that they’re going to get on with their lives -  y
Jv<' 4 but, Sam 's livt? w ill never be the same, ^
Ihtcrvieu'er And neither, I imagine w ill the people around him? :
ter "t/dwne, F  ^ r
. 'Mrs Devon Ves, that’s right. 1 mean,. .W ill he ever get married, have clmdren? -  /
W ell, he mighl do. I don’t want to be all doom and gloom . B u t,..
In terview er T ilings have changed?
M rs Devon Y es exactly.
Interview er Is it possible for you to say where you’ve learned these things? Is it 
maybe people you ’ve spoken to, this course, things you ’ve  read?
' t/ivv-ii. , U M rs Devon Yes, um, 1 could have abit o f  everything really. Som e o f  it from the 
"tv,w course, although I knew bits and bobs. M y brother took a load o f  stu ff o f f  this
''P .
- ù. ^ yÂ'- internet and posted that to me. I think he went to and the Neuro hospital
* centre website. And people have said things to me; depends where the injury is and
which part o f  the brain. And the brain’s like a je lly  and it kind of, and it gets very 
 ^ , shaken up. I mean, the lirst thing w e knew about it w as a policem an banging on the |
r'v iCrrt^ o^or at a^out ha lf 2/ 3 in the morning. And um, for ages afterwards I would wake up j ^  b
^  "in the night thinking 1 heard som eone knocking on die door and I’d have to com e m .u w  "" 
! , If’, /:[-down and check, N ot so  much now, it ’s a lot better but occasionally I think I hear ( H  «-j ^
V If som eone calling m y name
-t'u.u.iN ,, So an>way, that’s how w e heard. W e had to walk up the hospital cos w e  couldn’t get
taxi and the pul iceman couldn’t take us up because he’d got som eone else with him; 
jF tJ- h  onjipf Sam ’s friends w h o’d been with him, And I was just absolutely distraught. 1
- should think half the mad heard me wailing. So  w e just walked up to the hospital,
; , j 'j) W e knew he w as in Ncuro hospital centre so w e just walked up there. And, um, they
* twvt. ' said that h e’d had som e cerebral fluid from his nose w hich could be pretty dodgy I
c<f • m - think but that sort o f  stopped, Anyway, that was the first w e knew about it then. 
tpYVwht,■ H -
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Interview er Gosh, And after that did they tell you a bit about the different parts o f  
the brain?
t;t- h  bmAywu M rs Devon Yeah, a bit. They went through it roughly." So  I've heard it from various
' C'kj people, and (as 1 say) from this thing my brother sent m e. And then from that course I
' Vi-f (W ifylid although Sam was w ell on, I think it was the year before last.
In terview er What about the rehabilitation centres did they talk to you about 
understanding the brain at all?
" ^  M rs Devon Not rcallvno,
H- .T, r\r kf/O'.'-'
Interview er And before this obviously awful experience with your son, did you know  
anything about brain injury before hand? ,
_  l'h x -  M rs Devon Not rca llvno , no 1 didn't really,
:''11 ' In terview er So you wouldn't have had much understanding o f  what a brain injury
was?
,  A" j M rs D evon N o . . .1 probably w ould have thought that a brain injury w as som ebody  
who was schizophrenic or something like that,
v Interview er Yeah, like mental health problems?
M rs Devon Yeah, that's right.
Interview er And how typical would you say that Sam is o f  som eone w ith a BI?
-  ; p tn rw ?  M rs Devon I don’t know, I suppose fairly typical, Cos when Sam was at school he
prlV-i < ,.;u>h had co-ordination oh no, what do they call it? He went to a special school. You  
b know, a school for children with special needs. Um , I can’t think what it was.
:'-uAa
Interview er W as it to do with co-ordination?
M rs Devon M y brain’s gone now. Something and co-ordination problems.
In terview er Was it dyspraxia or something like that?
M rs Devon N o, no...P H  think o f  it in a,minute. {Pausej
In terview er D on ’t worry.
“ Spe-uri M rs Devon Anyway, he went to a special school. So I suppose that perhaps didn’t
AT .vcoj t o  a*» help very much 'with his til cither cos he had those things.
In terview er Okay, you mean like a cumulative effect?
M rs Devon Yeah, that’s right,
L
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Interview er Right, Oh ay, The next ttiing is a little checklist and i f s  a list o f  
strategies that you m ay have tried with Sam at various times. There m ighl be more 
things that you ’ve  tried that I’ll ask you about afterwards, I ’d just like you to tick i f  
you tried them with him  at any point while you were living together.
M rs Devon Okl d o k i
(Use O f Strategies Q u e s t io n n a ir e )  did not transcribe discussion.
Interview er So each o f  these ones [strategies] that you ’ve tried* w as it just some­
thing you came across naturally or was it something that som ebody suggested.
■. , ç~f :
'fi II M rs D evon Allow ing more time [one o f  the listed strategics]. This was just
jfr-u jh a *  something 1 did, kinda ihinii,
b ,’2l - ; ; ,v .^ .
'' t e  "* Imci"viewer Did you just notice Ihai it took him longer?
r? 3  ^ I (j
' p  M rs Devon Yeah I did. I worked with handicapped kids so som e o f  the things, I ' *
guess «re from there. -  ' W L
* I  * 1 = I v Interview er So som e o f  the things you ’ve teamed from there?
rvvr,*..* -  ” ^,jrs Dcvon Everyday tasks. If you could get him to do everyday tasks cos he ' _ y 'j f j  vV'
wouldn’t normally do thin vs, .uf, p
Getting out of bed [one of the listed strategies]. Som etim es it took him a lot o f  
prompting to get out o f  bed.
-'it • - V  Interview er W as that the source o f  som e o f  the arguments? When you prompted him
M rs D evon W ell yeah, but 1 mean, it could just he any little thing; just som ething on çJ mJ w *.
the television that annoyed him. l ie  put h is fist through one o f  those and has broken 
numerous remote controls, •
jv$'*\ fiAhv
h 1 think really they’re tilings that I just have done really rather than been told all about,
^ you k n o w ...
[Pause]
? r
- flo kite, f i t , ^  in terview er Okay then, so nobody has really suggested to you that these things w ould  
help with attention, concentration or memory?
M rs Devon N o, that's right.
Interview er Okay. And was there anything else that you did. O bviously, you ’ve had 
quite a lot o f  difficulty with his temper. What did you do? H ow did you know what 
to do at those times?
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- a  :><U rv-:xf,z-Mri> Devon W ell, 1 suppose in som e ways wc were just trying not to anger him or gel 
^  into a situation where lie would get angry
Interview er Okay, so  you just try to avoid those times
M rs Y es, avoid those situations i f  we could. K it  w as som ething on the telly it ' T l  ^  
wasn't always so easy. ' y ÿ
 ^ - 
Interview er W as it easy to identify what things made him angry? '
^Y,tY f'vt M rs Devon Just little things going wrong, Like, he wants a cup o f  tea and I say “just
' hold on a minute" cos I’m doing something. 1'ltat would make him angry; he would
A v n l ' w ^ j - r want it there and then,
In terview er So frustration or perhaps impatience I suppose?
M rs Devon Yeah,
In terview er Okay so -you just tried to avoid those times.
M rs D evon Yeah, that's right.
Interview er And when the avoidance didn’t work and things got more difficult it 
stnm ds like you didn't really know what to do then?
' '.w< I M rs Devon W ell yeah, that's right. You just try and reason with him really and calm
y,:: ^ r [ - f  him down so he wouldn't start throwing things around and putting his hand through
windows and things.
. nb Interview er Did anybody ever suggest to you anything that m ight help with that;
p  r p i  ways to calm him down.
M rs Devon N o, not really.
Interview er So when you went up to thé hospital they weren't really much use,
" wmxU M rs Devon W ell no, they would perhaps give him  (ablets. They might say “w e'll
-  b-'-r give him tliis to calm him down till he gets settled again". W e had nights when he p
i' didn't want to take his tablets. So  the duty (who was quite good the few  tim es he “ tit- c ft
Z l !  ^  out). "
A I cah t really remember anybody being much use saying perhaps “have you tried this, < v ' <  v % v J
t,riric<l lhiil?" . 
Interview er W as it perhaps that they didn’t really know what to do? -  (c jy. y.
H  a  1) ru.i M rs Devon V/ell, the thing is we didn’t really know who to call or who to go to for
it rx.
■ ^ |  wfvs help. You know, w e  were just left in this “ that’s it; he’s home; okay, get on  with it”. 
h i vdj .J-, That’s  how  w e M t it was, kinda thing.
r OfW LfWU..
'y\ -n I I*' - ■
a
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Interview er Sounds like that som etim es happens in I his area.
ru  M rs Devon YcaJi, I mean; it's the middle o f  the night and h e’s throwing a wobbler
(Wj iv. Iki whodoyoucall, t%ally?
rvw'rLlli 4  ^ ^
Interview er Ummm  
fPmise]
In terview er And these things you’ve licked that you use; do you still use them now?
*Xv„v'/|- fd -  reauy ngm  oti on one cos ne doesn't do that so much now, 
l' 'Interview er Okay; has that jusl calmed down with time?
-  .j MiJU. M rs Devon Yeah, like 1 say he was on a lot o f  medication but h e ’s o f f  quite a lot o f
his medication now. 
f Interruption]
Interview er The next thing, is a bit separate from your own experience. [Read 
vignette]
[Completing vignette]
Interviewer There's a couple o f  tilings, like the use o f  the diary, that you suggested
lor him  but didn’t use yourself. Is that just because they’re tilings that you haven’t -  t .a -ik j
ma I hr tfimiolit «htin* neiner thAim ny «nKiift»# H» am. H I
In te n ic w c r  So they w eren’t really needed then?
M rs Devon No that’s right cos he didn’t keep asking w hat’s happening today or 
tomorrow really. So that kind o f  thing didn’t com e up really.
In terview er Okay, great.. . .I’m just thinking back to  the Mr Jones course tliat you 
went on and you said there was a lot o f  things that he talked about that you wanted to 
try with Sam b u t,. .was it that he w asn’t m otivated to  try them?
.M ,«* Mrs Devon Um, probably not so much anymore now. I kind o f  expect him to do 
^'r"7 zi more; now, Cos lie s moved on from there so 1 do expect him to do a hit more. It’s 
'1  1 ’‘A not very easy, tie  comes home and Tie tends to ‘lord it’ a hit ami sit around and expect
5 f us to wail on him hand and foot but I w o n ’t do that anymore.
erviT ('II'*  ''ïinterv’iew cr Okay, so would you say that’s a new  strategy that you use now?
^ 1 M rs Devon \'es. I’m  a lot firmer with him now, I know that lie isn ’t so likclv to go
p'/lAwn M rs Devon No, we didn’t think about using them, They weren’t things that wc  
 ^ needed to ,, .that kind o f  situation didn't come up i f  you like,
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■’- t -As  -1 - M rs Devon W ell, he w asn’t motivated and um ,, .err,, ,it was whether he w ould agree
p * '  £o do them and at the time it was a question of; i f  he didn’t want to do it then he - 4  ft'un
y  " wouldn’t <to it and I felt that i f  he didn’t want to do it then w e were doom ed to failure - /  
to start with really. . . .  .the to was one little thing I was going to try ... lùvlilJr ViIk, t . «
v  ^  h & è  1 P^kcd out som e things that J thought 1 could try but I d o n 't  think w c ever did in the ^  i ,
'i P  end. Cos he jusl got so agitated with things. You, know, he w asn’t going to agree u> rl/kf
(l _  <• ;■ do it, So I suppose 1 felt in a way, you know, not “w hy am I bothering" but vou know , f 
- U rt]) ^ a t l m e a n .  " ^
I, '
Interview er So what kind o f  dungs were they?
 ^ M rs Devon U m , I think it was m emory things I think.
In terview er And for you at the time, the most important and biggest thing was his 
temper really.
%
<- fid ' S--*'**' s have loved lo have tried cos they were really interesting, I found it a really interesting 
P-Oa 0 A.W4. course. And, um, b u t,, .ycwh, I would have loved to have tried them but as Sam was
0
M rs Devon Yeah, that’s right.
In terview er Sounds like it would have been useful but it w as kind o f  at the wrong  
time really,
M rs Devon Yeah, that’s right,
Interview er Okay, that’s interesting. [Pause]
Interview er These questionnaires arc about you. This first one is about how you 
react in stressful or upsetting situations. ’IPs not particularly about how you reacted 
when Sam had his injury, but more about how  you react generally.
[Coping Inventory for Stressful Situations]
In terview er I ’m just thinking about, i f i t ’s ok, thinking back to when it did first 
happen with Sam. What was the thing that you did? Som e people cope by  focussing 
on the different problems; this needs to be done, or that needs to be done or let’s  talk 
to this person. Or som e people might cope differently by  talking to people who arc 
supportive, or som e people cope by avoiding the situation because they can’t cope 
with it so they m ight do som ething unrelated for awhile until they are ready to com e  
back to it. D o any o f  those ways sound like how  you coped?
M rs D evon Y es, just survival really; surviving w ith him in the house really. And I s- j
think it was to get him motivated to do things, you know, and to help him generally to 
start getting back on track again i f  1 remember rightly. There were things I would
- . uvuiau. /u iu , ww, u iu ,,.> ietm, a w ouiu u u v cru veu  u> nave in e u  m em  out «s-oarn w a s | t j
at time I think w e  were probably doomed to failure cos I don’t think he would T-’
U Interview er So you had to gel over that hurdle really before you could use any o f
* rw. those strategics.
(D
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M rs Devon Uni, w e ll, . .when it first happened.. m m .. .1 w as just so shocked. It was in 
the middle of the night and I've keen woken up to this policeman telling me that this 
had happened to m y son and he was in ICO, I suppose the first thing w as probably 
, the mothering instincts I suppose "I've got to get up there and see hint, just to see how 
J he was", /utd I think after that, 1 was just kinda going mwnd in a blur really. Just 
keeping going, just surviving. I did have a little cry but I didn't cry all the time. I 
K* pWL KU ' d'dn't kind of. I suppose I took a deep breath really and thought, well I've got to gel
. huiL'J. <fw through this. I guess w e just focussed on Sam and what was happening and what w as
&L BOing on. When he was in 1CU we went down, kind o f  well.. .we went down 
^  thcrc...well not really virtually all day cog we'd go down and. In some ways perhaps I
a lecl guilty (hat we didn't stay with him ALL the time hut we lell that you know he
iwconscious and'he was In good care so.... I mean, we didn't totally ignore the 
!v.id frt-M, iact t^ai: y ° u know...we did go and see him, But, w e'd  go down there but I’d be the
''IJk stay there the longest. My husband would come in lor a little while
' and then he’d say “oh, I’m going n> go outside and have a cigarette" so  I think, m aybe
k v w  -■ «  • in a wa>;,le thdn'l.. .perhaps I w as the stronger one. Not really because I wanted to
é  .i * be but I just thought, well you know. W e’ve got tv get through this. Som ehow and
just focussing day to day on what was happening and what was next on the agenda 
really. I suppose that g the way perhaps "I goi through il.
1
-
«—" - " in
fM
Interviewer Amazing really.
M rs D evon (Laughs)
In tem e w e r  Is that how  you’ve continued to cope w ith if now , by focussing on the 
situation; dealing with that thing and then the next thing. I realise it’s a very different 
situation now and lie’s not in ICU, but have you continued to ...
. Y  'h:, rs von  ^cs? J suPPose RO- To sort one thing out and go onto the next thing,
W ^  "although it’s not probably us bad as it was. I suppose that's the way you do; that’s
* s $  a.<, u  Jn.'W ihat sorted out, what's next.
IiU ervinvcr Sounds like you focus on the problems and do som e problem solving  
along the way.
r%—. ■ s
»4W  k  (Vfy- M rs Devon The problems had to be solved and nobody else was going to sort them ,h v-H v .1 ^  k
UÏKn #vt ev m  out for us, so 1 sort o f  fell that I got thrown in the deep end really; it had to be done Hw ^ 'A  
crvA -iu .^ . kind of thing. 1
I tifervicvvcr W ell, badgering the services and the rehabilitation centre sounds like it’s 
been quite a good w ay o f  handling it
M rs D evon (Laughs)
In terview er Okay, The last questionnaire that I’ve got is about anxiety and 
depression. It’s a measure o f  anxiety and depression in yourself to see i f  this relates 
to the issues (hat have com e up for you.
[HADS]
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$Talks o f  increased anxiety since Sara’s jnj nry,j
Interview er In summary, what has been the m ost help U) you since Sara’s irijuryr?
What has been the m ost supportive thing to you?
cr
M rs Devon The m ost supportive thing really was the family. Having som eone on the ......
hr-ii ,<.»■« «» « id  o f  the phone who J could blub to i fP v c  had a really bad day. H aving som eone to ,
' ^ Wkto.
In tm le w c r  And would you say that meeting other people in a similar situation has 
also been helpful?
, £Uive ^  r M rs Devon Yes, because ii was nice to talk to other people who realty knew how you  
Teh and really knew where you were coming from, Because m ost people, like I wastlww
before this happened to us, don’t really know about people with BL
Interview er And what has been the m ost helpful to you in helping Sam?
. \
1° t , M rs Devon I don’t know really. I've just kept going. Had to do it cos I’m  his mum > W t  5 r '  ^
and that’s whal m um ’s do, F ve just got on with it really./.icT 'I
Interview er Would you say your own experience o f  working w ith children with  
disabilities has been helpful?
/ /  M rs Devon Urn, w e ll,.,n o t really cos that was along tim e ago before he w as born and
{ /(h e y  were, well, not this kind o f  disability really, f; w-"
Interview er And what about his stay in rehabilitation centres? Did they help you to 
help him or did they just help him?
— â  W ,  aWrtt M rs D evon I suppose they do help m e to  help him  because it means that I don’t have,
, /7iî,^7(" y"Tx u m ... i f  you know he wants to do something - 1 can say  no to him which perhaps I p
r-^X hrsv * wouldn’t have before because I w as alw'ays worried about Mm going o f f  on one, I -  -[if rW  
^  J 1 r j suppose it helps that I'm more firmer with him. Okay Sam. w e ’ve done this bit;
• {pj/ a. h frdV'ff w e’ve got to look forward now. W e’ve done thé sob sob disability bit and you’ve got 
to  get cracking with your life now and not sit round and feel sorry for yourself. So I 
F;wf', suppose that’s helped m e perhaps be a bit firmer with him I suppose.
Interview er Okay, And do you feel involved with the care that he’s having there; as 
i f  you’re working w ith the professionals there?
$ r -yf v
* fo h  M rs Devon The trouble is that w e keep being told that he’s an adult. But m y husband
^<y.|vt4 and I feel, you know, we want to be involved cos you know, w e 'v e  been through so  u  % jf
h e kd ,  much ami even though he’s an adult he ’s still our son \m l w e want to you know, ^ '" 'y 'j  .
have our wrcll, not “have our say” cos it’s always down to Sam but to know what’s Ÿ- l‘
happening and what’s going on,
r
Um , and ITn going down tomorrow for this thing. But 1 do try and keep in touch with 
them at the rehabilitation centre and find out what’s going on. Although som etim es.
<5)
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* w c / / n Â  (lie's been there nearly a year) he has done w ell, f ie can do things like hts shopping
fe..v|' ix ‘tu r f  and his cooking. W e fuel he should be there longer; there's still issues that need to be ' i
tv ,v ifv'd"1 frt resolved before they turfhim  out (well, not “turf him out”) before they send him out
f fp x . into the community, you know, Um, because w e’re warned that i f  they semi him " Ub’o-t -
back here (he won't com e back and live with us) but i f  they II rid him a flat in the ^  a /j u *
com munity that; Sam 's easily led and that is a worry for us. The trouble is also that, * Û
v #u't j^you know, all the help is going to disappear and w e he going to be left how we were
r )>efbre, And w c don’t want that so w e're going to be very firm about that,ruj 4 ^  .
Yes, w e still feci that the rehabilitation centre have got a lot, you know, What w c  ( , ,,
* thought they w ere going to be doing; we are a little bit disappointed and w e do feel - f1 ^
f J j r t  P  ^  that a lot more needs to be done before w e talk about him m oving on, Fm  going to prt-v- I
- k L- iiul my  f00t down with a firm hand tomorrow! I’ve got rnv list o f  things and I can be j  ^  \  I J
T l  "  a very bossy imilhcr i f  I want toTTauGti^i.”  ~
Interview er Good for you!
N ot to be rude, but just to
] want something done _ r f n ^  ^
{ ^ J  \M'it ‘ aiK>ut Ihis and I want it done now,” A ll (he w ay through that's been you know; not to ; \
be rude to people and gut people’s backs up (cos you don’t get anywhere doing that!) c*: c'
but just to be firm and say "well look, this has got to be sorted please”,
In te n ie w e r  So it sounds like they’re doing their thing and you know Sum and whal 
your thoughts arc about what needs to be addressed but that’s not really been 
addressed unless you shout and scream about it. Is that right?
M rs Devon Yes, that’s been it all the w ay  along, I suppose.
Interview er And is it som ething about the professionals working there? Is it 
som ething about the w ay they behave or is it something about just the situation in  
general? Do you know what I mean?
- (A w ic  M rs Devon Y es, I think it is . ,.y e s ,,  J  think it's just the situation in general. Yeah, 1 ^ ^
j i n < J ‘  mean they don’t ,, .it seems to be. They don’t seem  to b e ,. .1 mean, they’re smashing . j  yCa mv f '
. PcoP*e Ihey’ru lovely, you know. All the carers arc like half m y age, they’re all more * ^
Sam ’s age. The manager is probably about m y age. You wonder about whether jM'n ",
t they’ve, you k n o w ,, ,1 always feel doing that job  you need to have seen a bit o f  life, '
. jfthî'r ,v&t5 Do you know what 1 mean? To be able to do a job like that, really, with people with
T  braininjuries. . "
V I
'  MU- Yeah, I mean, they’re smashing people. They take great carc o f  him but I just led
W -  M  tliat everybody seem s to be sitting back and leaving him to it. And I thought., I felt in ... Q ,r p
/  h way, that they would be helping him more. I mean, maybe I got it wrong or, 1 mean, r  v f
the trouble is f just sue one side o f  the story really. It might be that they’re trying to ^iv<AA v’i
' help Sam but h e’s just being bloody minded and being stubborn and doesn’t want to
do it and doesn’t want to gut h im self motivated but then they’ve got to start trying to j f
^ vtu motivate him to do it; i f  you see  what I mean?
f i'
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* w f / /  t-cf (he's been there nearly a year) he has done we!I. t Ee can ck> things like his shopping Q^xc ^ i  J
fij.A/ Èt ' and his cooking. W e feel he should he there lunger; there’s still issues that need to be " |
i v b v W '  Ira resolved before they turf him uni (well, not “turf hint out”) heforu they send him out:
. into the community, you know. Um, because w e’re worried that i f  they send him -  k b 'm  I?  ■-
back here (he w on’t com e back and livq with us) but i f  they 11 rad him a flat in the ^  f ^ .
, tM . com munity that; Sam ’s easily led and that is a worry for us, The trouble is also that, ' ' J
i/krh  ^  know » ail the help is going to disappear mid w c ’rc going to be left how  we were
1 ,  )>efore, And w c don’t waul that so w c’rc going to be very linn about that.* /tuj fnv
Ves, w e still fee! that the rehabilitation centre have got a lot, you know, What wc , t r
* thought they w ere going Co be doing; wc are a little bit disappointed and w e do feel - h Ci\
* JwYt {* à», that a lot more needs to be done before we talk about him m oving on, I’m  going to £  m *  "I pvt-?; 
put m y foot down with a firm hand tomorrow! I’ve co t rnv list o f  things and I can be j x ,  „ ; ij.f
a very bossy mother i f  I want to ( laughs). |jf fM '
Interview er Cîooil fur void
- W f  M rs Devon W ell I’ve found that it’s  the only w ay to do it. N ot to be rude, but just to
A-Wfi lv k  ( r , v \ i be very firm and say "well, look, this has got to be sorted out. 1 want something done //j j  ^  k
; ' about this and I want it done now,” A ll (he w ay through that’s been you know; not to ]
be rude to people and get people’s backs up (cos you don’t gel anywhere doing that!) i‘-<  0
hut just to be firm and say "well look, this has got to he sorted please”. - '? . ^
Interview er So It sounds like they’re doing their thing and you know Sam and what 
your thoughts arc about what needs to be addressed but that’s not really been  
addressed unless you shout and scream about it. Is that right?
M rs Devon Yes, that’s been it all the w ay along, I suppose.
Interview er And is it som ething about the professionals working there? Is it 
something about the way they behave or is it something about just the situation in 
general? Do you know what I mean?
*■ Ib-w'b Ibui+vit. M rs D evon Y es, 1 think It i s . , .yes,, .1 think it’s  just the situation in general Yeah, 1 . ^
1 mean they don’t . , .it seem s to be. They don’t seem  to b e ,..I  mean, they’re smashing - * v  ,, rw f
in people they're lovely, you know. All (he car cars arc like half m y age, they’re all more ' ^
Sam's age. The manager is probably about m y age. You wonder about whether i \1 j  Y,
they’ve, you k n ow ., ,1 always feel doing that job  you need to have seen a bit o f  life, '
. ( f r f f j  u d ;  Do you know what 1 mean? To be able to do a job like that, really, with people with
braminjurics,
I- t ■ ■ ■ ■ . .
- p .fu  p t r fU  Yeah, I mean, they're smashing people. They take great carc o f  him but 1 just feel
h / l  that everybody seem s to be sitting back and leaving him to it. And 1 thought, I felt in
(îsU|  t u way, that they would be helping him more. 1 mean, maybe I got it wrong or, 1 mean,
- the trouble is I just see one side o f  the story really. It might be that they’re trying to
* help Sam but he’s just being bloody minded and being stubborn and doesn’t want to
U/vihj-,' f^-1" do it and doesn’t want to get h im self motivated but then they’ve  got to start trying to
//XL* motivate him to do it; i f  you see  what I mean?
A" v^-fpr-
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Interviewer tt sournllike thev’re not really keeping you informed o f what they are
doing? ^
Mrs Devon Well, not really, no no.
Interview er So if you could wave a magic wand and reorganise the service, how 
would you change it so that it would fool a bit belter?
M rs Devon Lm, I think (he only thing I would say is that they would. Wc ihoughl 
(hat Sam was going down there tor rehabilitation so right get on with it; rehahiliiation 
him! He's not motivated (üÿ&o thingAo mohvalc him! Perhaps (hoy ncod to go and 
' /  do course! Perhaps that's what they need to do. Right, ih e re  he is he's
f ' ' T ' w W  yours! Motivate him, you know, get him up everyday, get him out doing some 
b at A/wMftwy work experience and things like that, I know he may not want to but you're supposed 
J/v&v, fvKvf  ^ to be the professionals, you're supposed to know how to do these things! Get on with 
L it, son it! (Laughs)
4^0 / I ,
in terview er It must be frustrating to watch and think “you've got him 24 hours a day, 
and what's happening?!"
-  Mrs Devon Yeah, it is, you k n o w , And it always seems to be, like he went to the first
tù j* 'awn«AikAplace. We thought lhat sounds brilliant, he'll get some help with his physio and 
, p ' r e h a b i l i t a t i o n  and all that stuff and he stayed there hardly any time at all so that all fell
through,
,, ^  ^ Then, you know, he went to W ^ w j and he didn't really seem to do much at
Headway except sit around in the smoking room lulling asleep wll (helime!
So, all these places, They all seem to, perhaps... maybe it's that 1 expect too much 
from these places, I don’t know. They just don t come up to my expectations, 
Perhaps it is that I really,,.! suppose perhaps I'm  so desperate to, you know, movo 
him on kind of thing. Cos I know he won't ever he 1 Ofr% hut, you know, he’s got
{Z X L m-
-- A ka D
. . . potential there and they should try and gel frim to his best potential; help him as much 
K- can really,
,  ,  ' ^ 1 - Aijy.-jTr • i
f I can remember going to one of the places, fhere was this guy there who had a brain
_ 12 (I think he'd had a car accident) hut, you know, he'd got children and was
j   ^ ^ really gelling on with his life. And you know. I'm  thinking " I'd  really like that for 
* gag, really, to get on with his life" We'll see -  he's only 28. Tilings might improve.
- fie Yon have to he positive, because when you Ihink of this thing lying there all pale in
WtUW! biki ICU (my little boy) ifyou think about how far he's come; it's tantastic really. He's
^  L'A, done brilliantly. I should imagine, they call il a (raumulieBI. I should imagine it
f  /twwol. 4 IWirly shook his little grey cells up a bit! (Laughs).
i\l o ' ^ -,, hiterviewcr Well, I don't think ybu'rc alone in your experience o f rehabilitation 
centres. 1 know other families have the same concerns.
i i Mrs Devon Its funny isn't it. for other disabilities there seem to be loads o f places hut 
' fa rm
C r ty -  i r
y x T) j
.Wdr
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In terview er I know, isn’t il sud,
[Small talk]
In terview er W ell thank you very much, it's been really useful talking with you. 
M rs D evon oh, fine, fine!
Interview er Is there anything else that you wanted to add?
M rs Devon N o i don’t tlimk so,
3 7 3
Appendix N
Theme analysis diagram 
(anonymised)
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Appendix O
Major Research Project
IP A tables 
(anonymised)
These tables consist of examples of quotes to support each of the themes that emerged 
from individual IP A on the four chosen transcripts. A blend of these themes, and the 
development of master themes, is represented in table 5.
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Table la . Tracey (IPA)
Themes Subordinate
themes
example reference
Emotional frustration ‘why am I bothering?’ P9, line 6
reactions desperation I know how desperate I was at the 
time •
PI, line 47 
-4 8
I was absolutely distraught P4, line 47
I feel guilty I didn’t stay with him P10, line 11
ALL the time
sleep ‘For ages I would wake in the 
night...’
P4, lines 40 
-43
Coping ‘just keeping going.. .surviving’ P10, line 4
‘just focussing day to day’ P10, line 18
You have to be positive P13, line 38
Table lb
Understanding Friends’ ‘Everybody seemed to think.. .he’s P2, lines 10
understanding home now, he must be better’ - 12
Recovery He will never be 100% P2, lines 13 
-1 4
‘Its not like a broken leg’ P2, line 18
Table 1c
Support Family They’ve been there for me P2, line 31
Someone at the end of the phone P l l ,  line 7
who I could blub to
professionals We didn’t really know who to call P7, line 44
Table Id
Relationship Worry about I did my usual badgering so they P2, lines 24
with being forgotten wouldn’t forget I was here -2 5
professionals competence Perhaps they need to go on a course! P13, line 10
Likeable people They’re smashing people.. .they’re P I2, lines
lovely ' 3 4 -3 5
3 7 7
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Table le
Rehabilitation Time All this time was being wasted 
when they could be rehabilitating 
him
P3, line 39
inclusion I just see one side of the story P I2, lines 
43-50
expectations ‘they just don’t come up to my 
expectations’
‘that sounds brilliant.. .it all fell 
through’
‘he may not want to, but you’re the 
professionals; you’re supposed to 
know...’
He’s got potential and they should 
try and get him to his best
P I3, line 28
P I3, lines 
20-22 
P I3, lines 
12-13
P I3, lines 
31-33
Strategies If he didn’t want to .. .we were
doomed to failure
You just try and reason with him
P9, line 1 
P7, line 24
Table I f
Loss Future plans Will he ever get married, have P4, line 24 -
children? 25
His life will never be the same P4, line 20
3 7 8
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Table 2. Margaret (IPA) 
Table 2a
Theme Subordinate
themes
Example Reference
Professionals’
qualities
Unhelpful
qualities
‘cold.. .rigidly in control’ p5, line 38
‘you can’t question 
them...’
P4, line 50
Helpful ‘She’s qualified’ p3, line 19
qualities ‘vulnerable’, p4, line 41
‘down to earth’ p2, line 49
‘honest’ p3, line 12
Table 2b
Support Friends ‘total lack of 
understanding’
P I8, line 5
‘.. .good friends and the 
fair weather ones... ’
p i7, lines 42 
-4 8
Services ‘Ludicrous’ P6, line 35
‘She understood’ P4, line 30
Table 2c
Personal Emotions Terrible rànge of emotions P4, line 24
impact ‘losing my identity’ P4, lines 27 - 
30
‘frightened feeling as if 
something awful were 
going to happen
P I8, lines 21 - 
22
Loss ‘Things you had planned’ P13, lines l l  - 
12
‘My husband; he’s long 
gone’
P I2, line 25
3 7 9
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Body ‘aches and pains.. .appear’ P I7, lines 9- 
15
Table 2d
Expectations Information ‘...nobody tells 
you how to go 
back in ...’
‘very honest’
p i4, line 24 -  
28
p3, line 12
Experience ‘I’d seen people 
overcome stuff 
like this’
P7, line 40
Disappointment • ‘Cynical... you 
don’t expect 
anything’
P10, line 43
Set up to fail P3, line 6
‘..too
expensive...’
P8, line 36
Table 2e
Understanding Other services ‘she said “he’ll 
have to get over 
all of this”. . . ’
P9, line 34
information ‘she
explained... it 
• wasn’t any 
smoke and 
mirrors’
P I4, line 2
experience ‘she’s had years 
of experience’
P3, line 19-20
3 8 0
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Table 3. Nathan (IPA)
Table 3 a
Theme Subordinate
themes
Example Reference
Time Information We’ve learnt a lot.. .but it 
was too late.
P3, lines 5-6
You didn’t take it all in P l l ,  lines 7-10
coping ‘...as time goes on it get 
better and better.’
P I8, lines 23 -24
Table 3b
information Explanation Tt explained things.. .a 
bomb shell.. .but at least 
we knew’
P3, lines 28 -  32
Services tell 
you what you 
need
It needed someone to .. .say 
“this is what you should 
do”
P5, lines 6-7
Misinformation They painted a very bad 
picture
P6, lines 1 8 -2 0
Table 3 c
Helpful
professionals
explanation ‘he was excellent; 
explained everything’
P3, line 24
rehabilitation Relaxed.. .no restrictions P14, 40-41
‘we did get involved.. .they 
encouraged us’
P17, line 17
‘hard.. .but we knew it was 
for the right reasons...
P16, lines 21 -23
38 1
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Table 3c
Unhelpful 
aspects of
expectations ‘it would be nice to 
explain.. .what happens... ’
P I3, lines 23 -2 6
professionals Ways of telling 
people
‘pretty bliint’ P6, line 31
Table 3d
Understanding 
of others
You need a 
professional
‘Family are no good to 
you...’
P I4, line 9
People didn’t 
understand how 
to help
‘they helped us in the wrong 
way’
P ll ,  lines 46
Table 3e
Recovery and 
hope
Jenny’s
recovery
I think that Jenny recovered 
because of our presence
P I6, lines 36 -  37
Other people ‘.. .absolutely brilliant’ P6, line 45
Table 3f
changes Changes in 
family life
‘now she can get away with a 
lot of things’
P8, lines 32 - 33
Change of 
perspective
Both Debbie and I see people 
in a different light
P3, line 8
Table 3g
support coping You don’t want the help P ll ,  lines 33 -34
We accepted it from an early 
stage...so I think that helped
P17, lines 30-31
‘Family are no good.. .at that 
particular time’
P I4, lines 9-13
emotions Tt was horrendous.. .weird’ P15, lines 26 - 33
‘emotionally stressed out...’ P14, line 10
‘you just can’t eat’ P12, lines 10-11
3 8 2
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Table 4. Penelope (IPA)
Table 4a
Theme Subordinate themes Example Reference
Rehabilitation Negatives of It was very distressing P4, line 12
rehabilitation This rehabilitation thing 
was a total waste
P7, lines 10-12
Description of ‘nightmarish’ P6, line 43
experience ‘you’re fighting a battle 
but you haven’t got any 
weapons’
P I5, line 39
Table 4b
Trust motives ‘We don’t know the 
motives.. .for wanting her 
to be in this hospital’
P4, line 16
Faith You have no qualification 
to question
P6, line 38
T kept saying why?’ P I6, line 20
‘you have no faith in the P26, line 5 - 1 0
service’
Table 4c
coping Family support ‘She and her husband came 
nearly every night’
P21, lines 36-37
emotions ‘You’re tired, you’re 
worried, you don’t sleep’
P14, lines 20-21
T was grateful to read P26, line 19
similar experiences’
changes ‘It’s very difficult to live 
with’ .
P17, line 15
3 8 3
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Table 4d
Expectations disappointment ‘She feels very, very let 
down.
P6, lines 41-42
‘is somebody was P21, lines 9 - 1 0
interested.. .it would have
been less isolating’
Explanation ‘We would have liked 
someone to say “we think 
its going to be like this” . ..
P20, lines 43 - 46
Table 4e
Unhelpful Competence ‘Asked for a referral; P7, line 10
characteristics nobody did it’
of ‘He didn’t do what was P8, line 13
professionals needed’
Lack of interest ‘He was so weirdly 
disinterested’
p i6, line 26
‘We’ve had enough of P I7, line 46
doctors saying there’s
nothing wrong’
personal ‘they were really nasty and P6, line 38
characteristics we are going to... 
complain’
Table 4f
Helpful Time She gave me her time P18, line 31
characteristics Explanation Been prepared to P26, line 36
of explain things
professionals ‘it’s a problem but it’s 
understandable...’
P26, line 33
Support Like having someone 
on your side
P26, lines 32 -  33
They were good people P22, line 3
3 8 4
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Understanding Invisibility of 
of others disability
One of the biggest 
problems; she looks 
alright
P9, line 31
Non-specialist
professionals
‘It’s difficult for them 
to understand’
P9, line 15
Integration of cases
M = Margaret N = Nathan P = Penelope T = Tracey
Table 5. Themes from all four transcrints.
Table 5a. Personal impact
Subordinate
themes
Emergent themes Example 1 Example 2
Emotional 
and physical 
impact
Importance of 
family support
‘She and her husband came 
nearly every night’ P, p21
T couldn’t have done 
it without them’ T, 
p8
Anxiety ‘frightened feeling as if 
something awful were going to 
happen’ M, pl8
‘stressful and 
worrying’ P, pl9
Grief reaction ‘Emotionally stressed out’ N, 
pl4
‘A terrible range of 
emotions’ (M. p4).
Physical illness ‘you just can’t eat’ N, pl2 ‘aches and 
pains...appear’ M, 
Pl7
Sleep disturbance ‘You don’t sleep’ P, pl4 ‘for ages after I 
would wake in the 
night’ T, p4
3 8 5
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Table 5b
Loss Future plans ‘His life will never be the same’ 
T, P4
‘your husband has 
gone.. .your life is on 
hold...’ M,pl3
Relative’s
personality
‘it’s very difficult to live with’ 
P,pl8
‘he throwing a 
wobbler’ T, p8;
Changes in role 
and family life
‘losing my identity’ M, p4 ‘Both Debbie and I 
see people in a 
different light’ N, p3 '
Table 5c
Subordinate
themes
Emergent themes Example 1 Example 2
Frustration
and
hopelessness
Ongoing difficulties ‘We’ve had enough of 
doctors saying there’s 
nothing wrong’ P, pl7
‘not like a broken leg 
where it gets better 
and it’s all mended’ 
T, P2
Ongoing lack of 
understanding
‘why am I bothering?’ T, 
p9
‘people assume.. .life 
will be back to 
normal’ P, p25
Professionals failing to ‘they just don’t come up to 
meet expectations my expectations’ T, p i3
‘you become very 
cynical’ M, p8.
3 8 6
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Table 5d
Understanding and knowledge
Misunderstan 
dings of 
others
Friends and social 
support
‘total lack of understanding’ ‘they didn’t 
M, pl8 understand how to
help’ N,pl2
Services ‘It’s difficult for them to 
understand’ P, p9
‘she said “he’ll have 
to get over all of 
this”...’ M, p9
Impact on family ‘Will he ever get married, 
have children?’ T, p4
‘all these tears just 
get you down’ N, pl4
Visibility of disability ‘One of the biggest 
problems; she looks alright1 
P,p9*
‘just because he’s 
’ home, he’s better’ T, 
p2
Table 5e
Mismatch in 
expectations
Information
explanation
‘.. .nobody tells you how to 
go back in...’ M, pl4 
‘Been prepared to explain 
things’ P, p26
‘you just don’t know’ 
P, p5 
‘excellent... they 
explained everything’ 
N,p3
Table 5d
Communication style
Listening and
personal
interest
Acknowledgement ‘it’s a problem but it’s 
understandable’ P, p26
‘trying to explain what 
you’re experiencing’ 
M, plO
(“empathy”) Involvement ‘we did get 
involved... they 
encouraged us’ N, p i7
‘.. .not really keeping 
me informed’ T, plO
Answering questions ‘She gave me her 
time...’ P, pl8
‘you can’t question 
them’ M, p4
3 8 7
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Table 5e
Necessary
characteristics
Honesty ‘very honest’ M, p3 ‘we don’t know their 
motives’ P, p4
of
professionals
Competence ‘he was excellent; 
explained everything’ 
N,p3 .
‘she’s had years of 
experience...’ M,p3
Power ‘she was vulnerable’ 
M, p4
‘I’m very sceptical of 
people in power’ P, p25
Table 5f
Likeable 
characteristics 
of professionals
Personal interest T did my usual 
badgering so they 
wouldn’t forget I was 
here’ T, p2
T would have liked to 
know that someone was 
interested’ P, p21
Calm ‘she’s very calm’ M, 
P3
‘someone of a 
professional nature to 
just talk to you and calm 
you down’ N, pl4
Friendly ‘They’re smashing ‘flexible.. .relaxed.. .frien
people...they’re dly’ N, pl4
lovely’ T, pl2
3 8 8
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